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PREFACE 


The  Institute  for  Medicaid  Management  sponsored  this  national 
conference  for  State  staff  on  "Tailoring  Health  Services  to  Individual 
Needs'*  at  the  Sheraton  Dallas  Hotel,  September  24-27,  1978.  IMM 
conferences  are  designed  to  provide  a  forum  for  State  program  managers 
to  facilitate  the  exchange  of  ideas  and  innovative  approaches  to 
managing  the  Medicaid  program. 

Because  concern  exists  that  institutionalization  is  being  consid- 
ered the  only  means  of  caring  for  the  elderly  or  disabled,  this  par- 
ticular conference  addressed  issues  arising  from  deinstitutionaliza- 
tion and  the  escalating  cost  of  long  term  care.  The  major  thrust  of 
the  conference  was  to  stimulate  thought,  influence  States  to  develop  a 
more  cohesive  approach  to  their  long  term  care  population,  and  con- 
sider alternative  ways  of  caring  for  the  elderly  or  disabled. 

Through  workshops  and  plenary  session  presentations,  various  ways 
in  which  long  term  care  program  management  can  be  improved  were 
explored.  There  were  presentations  on  planning  alternatives  to  insti- 
tutionalization; identifying  population,  service  gaps,  and  capacity; 
case  management  and  patient  assessment  methods;  and  recipient  advo- 
cacy. State  experiences  in  interagency  efforts,  involving  the  public, 
and  legislative  action  were  presented. 

Overall  attendance  at  the  conference  was  172  individuals  repre- 
senting a  mix  of  the  public  and  private  sectors.  There  were  95 
representatives  from  37  States,  including  28  Title  XIX  agencies, 
15  agencies  on  aging,  and  various  mental  health  and  retardation, 
adult  services  and  other  agencies.  Both  provider  and  consumer 
organizations  were  represented  and  32  Federal  regional  and  central 
office  personnel  attended  the  conference. 

This  report  is  a  compilation  of  the  major  presentations  at 
the  conference. 
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TAILORING  HEALTH  SERVICES  TO  INDIVIDUAL  NEEDS 
CONFERENCE  FOR  STATES 


Sunday,  September  24,  1978 

7:00  -    9:00  P.M. 

Monday,  September  25,  1978 

7:30  -    9:00  A.M. 


9:00 


9:30  A.M. 


9:30  -  10:30  A.M. 


10:30  -  10:45  A.M. 


10:45  -  12:00  P.M. 


REGISTRATION 


REGISTRATION 

Introduction  -  Ginger  Hale 
Branch  Chief,  Medicaid 

Management  Clearinghouse 
Institute  for  Medicaid 

Management 

Welcome  -  Gerry  Sconce 
HCFA  Regional  Administrator 
Dallas,  Texas 

PLENARY  SESSION  (Panel) 

Home  Health  Study  - 
Seth  Patters 

U.S.  General  Accounting  Office 
Baltimore,  Maryland 

Deinstitutionalization  Study  - 
Bernie  Ungar 

U.S.  General  Accounting  Office 
Rockville,  Maryland 

BREAK 

SPEAKER:    Dr.  Stanley  Brody 
Professor  of  Physical  Medicine 

and  Rehabilitation 
University  of  Pennsylvania 

School  of  Medicine 
Philadelphia,  Pennsylvania 

"Designing  an  Array  of  Services" 
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Monday,  September,  25,  1978  (cont'd) 


12:00  -    1:30  P.M. 
1:30  -    3:15  P.M. 


LUNCH 
WORKSHOPS 

I*    Alternatives  Planning 

A .  Considerations  in  Planning 
Alternatives 

Peter  D'Alema 

Project  Cost  Analyst/Auditor 
Georgia  Alternative  Health 

Services 
Atlanta,  Georgia 

Ken  Durand 

N.    Louisiana   Health  Systems 

Agency 
Shreveport,  Louisiana 

Virginia  Paddock 

Manager,    Long    Term  Care 

Policy  Section 
Michigan   Dept.   of  Social 
Services-Lansing,  Michigan 

B .  Identifying  Population, 
Service  Gaps  and  Capacity 

Angela  Falcone 

Project  Director, 

LTC    Information  System 

Office  of   Services   to  Aging 

Lansing,  Michigan 

Marge  Perry 

Director  of  Planning 

Health   Planning,    Policy  and 

Procedures 
Texas  Dept.  of  Human  Resources 
Austin,  Texas 
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Monday,  September  25,  1978  (cont'd) 


1:30  -  ' 3:15  P.M. 


C.  Guide  to  Planning  Alternatives 

James  Fosdick 
National  Institute  for 

Advanced  Studies 
Washington,  D.C. 

WORKSHOPS  (cont'd) 

II.  Survey  of  State  Experiences 
A.  Massachusetts  - 

William  Jones,  Ph.D. 
Superintendent 
Belchertown  State  School 

Wisconsin  - 

Donald  Wilson,  Exec.  Dir. 
LaCrosse  Community  Care 
Organization 

Kirby  Shoaf,  Director 
Milwaukee  Community  Care 
Organization 

Washington  - 
Maxeen  Roecker 
Olympia  Community  Based 
Care  Project 

B.  New  York  - 

Gerald  Eggert,  Ph.D. 
Executive  Director 
Monroe  County  Long  Term 
Care  Program 

New  Jersey  - 
Carol  Kurland 
Division  of  Medical 
Assistance  and  Health 

Services 
N.J.  Medical  Day  Care  Program 


Monday,  September  25,  1978  (cont'd) 


1:30  -    3:15  P.M. 


WORKSHOPS  (cont'd) 


Georgia  - 
Mary  Jane  Bills 
Alternative  Health  Services 
Atlanta,  Georgia 


Programs 

A.  Case  Management  and  Patient 

Assessment 

Charlotte  Carnes 

Nursing  Home  Pre-Admission 

Screening 
Virginia  Dept.  of  Health 

Kathy  du  Pree 
Planner,  Berkshire  Area 
Mass.  Communit izat ion  Project 
Department  of  Mental  Health 

Dr.  Ruth  Shirley 

Director,  Marion  County  Medical 

Health  Center 
Salem,  Oregon 

B.  Interagency  Efforts 

Dennis  Beatrice 
Medical  Division 
Massachusetts  Department  of 
Public  Welfare 

Jack  Knowlton 
Director,  Research  &  Dev. 
New  York  State  Department  of 
Social  Services 


3:15  -    3:30  P.M. 


BREAK 


3:30  -    5:00  P.M. 


III.  Coordinating  Services  and 
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Monday,  September  25,  1978  (cont'd) 

3:30  -    5:00  P.M.  WORKSHOPS  (cont'd) 

Louise  Lintz 

Alternatives  Program  Director 

Division  of  Aging 

Utah  Dept. of  Social  Services 

C.  Involving  the  Public 
Betsy  Benson 

Governor's  Office,  Wisconsin 
Don  Hogg 

Chief,  Medical  Services  Div . 
Nebraska  Dept.  of  Pub.  Welfare 

Karla  Kreblein 

Public  Information  Officer 

Nebraska  Commission  on  Aging 

D.  Recipient  Advocacy 
Toby  Edelman 

National  Senior  Citizens 

Law  Center 
Washington,  D.C. 

George  Hacker 

Nursing  Home  Ombudsman  Program 
Senior  Citizens  Law  Center 
Denver,  Colorado 

Sheila  Reynolds 
i  Legal  Services  Developer 

Department  of  Aging 
Topeka,  Kansas 
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Monday,  September  25,  1978  (cont'd) 

3:30  -    5:00  P.M.  WORKSHOPS  (cont'd) 

E.  Other  Approaches 


Myra  Biblowit 
Assistant  to  President 
Greater  S.E.  Community 

Hospital  Foundation,  Inc. 
Washington,  D.C. 

Douglas  Barlow 
Nurse  Practitioner 
Homedale  Community  Health 

Clinic 
Homedale,  Idaho 

5:00  -    7:00  P.M.  CASH  BAR 

Evening  1  hour  roundtable  discussions  on 

Workshop  subjects,  as  desired. 

Tuesday,  September  26,  1978 

8:45  -    9:00  A.M.  Announcements 

9:00  -  10:30  A.M.  WORKSHOPS 

III.  Coordinating  Services  and 
Programs 

A.  Case  Management  and  Patient 

Assessment 

B.  Interagency  Efforts 

C.  Involving  the  Public 

D.  Recipient  Advocacy 

E.  Other  Approaches 

10:30  -  10:45  A.M.  BREAK 
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Tuesday,  September  26,  1978  (cont 'd) 


10:45  -  12:15  P.M. 


12:15  -    1:45  P.M. 


1:45  -    3:15  P.M. 


WORKSHOPS 

I.  Alternatives  Planning 

A.  Considerations  in  Planning 

Alternatives 

B.  Identifying  Population, 

Service  Gaps  and  Capacity 

C.  Guide  to  Planning  Alternatives 

II.  Survey  of  State  Experiences 

A.  Massachusetts 
Wisconsin 
Washington 

B.  New  York 
New  Jersey 
Georgia 

LUNCH  -  KEYNOTE  SPEAKER 

Lillian  Teitelbaum 
Gray  Panthers 
Washington,  D.C. 

WORKSHOPS 

III.  Coordinating  Services  and  Programs 

A.  Case  Management  and  Patient 

Assessment 

B.  Interagency  Efforts 

C.  Involving  the  Public 

D.  Recipient  Advocacy 


E.  Other  Approaches 


Tuesday,  September  26,  1978  (cont'd) 


3:15  -    3:30  P.M. 


BREAK 


3:30  -    5:00  P.M. 


WORKSHOPS 


Evening 

Wednesday,  September,  27,  1978 
9:00  -  10:30  A.M. 


I.  Alternatives  Planning 

A.  Considerations  in  Planning 

Alternatives 

B.  Identifying  Population, 

Service  Gaps  and  Capacity 

C.  Guide  to  Planning  Alternatives 

II.  Survey  of  State  Experiences 

A.  Massachusetts 
Wisconsin 
Washington 

B.  New  York 
New  Jersey 
Georgia 

1  hour  roundtable  discussions  on 
Workshop  subjects,  as  desired. 


PLENARY  SESSION  (Panel) 
LEGISLATIVE  ACTION 

State  Viewpoint 

New  York  - 

Jack  Knowlton,  Director 
Research  &  Development 
Division  of  Medical  Assistance 
New  York  State  Department  of 
Social  Services 
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Wednesday,  September,  27,  1978  (cont  *d) 

Minnesota  - 

Jim  Hiniker 

Deputy  Commissioner 

Department  of  Public  Welfare 

California  - 
Tom  Porter 
Consultant 

Special  Subcommittee  on  Aging 
10:30  -  10:45  A.M.  BREAK 
10:45  -  12:15  P.M.  Capitol  Hill  Viewpoint 

David  A.  Rust 

Senate  Special  Committee  on  Aging 
Washington,  D.C. 

12:15  -  12:30  P.M.  CLOSING  REMARKS 
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INTRODUCTORY  REMARKS 


Ginger  Hale,  Acting  Branch  Chief 
Medicaid  Management  Clearinghouse 
Institute  for  Medicaid  Management 
Medicaid  Bureau 

Health  Care  Financing  Administration 
Department  of  Health,  Education  &  Welfare 
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Good  morning.  On  behalf  of  the  Institute  for  Medicaid  Manage- 
ment I  welcome  you  to  the  conference  on  "Tailoring  Health  Services 
to  Individual  Needs." 

For  those  of  you  who  have  attended  other  meetings  of  ours,  I 
ask  your  forbearance  while  I  briefly  explain  the  Institute  and  its 
purpose.  The  Institute  for  Medicaid  Management  is  a  Division  within 
the  Medicaid  Bureau,  formed  just  over  a  year  ago  for  the  purpose  of 
improving  the  management  of  the  Medicaid  program.  As  Feds,  we  have 
chosen  to  approach  this  by  tapping  the  expertise  in  the  State  Medicaid 
programs.  This  is  why,  if  you  have  already  looked  over  our  agenda  for 
this  meeting,  State  staff  are  the  predominant  factor.  We  hope  that  by 
highlighting  innovative  and  effective  approaches  to  various  phases  of  the 
Medicaid  program  that  other  States  may  emulate  these  practices. 

In  addition  to  workshops  and  conferences,  the  Institute  also 
publishes  conference  proceedings,  to  document  the  good  ideas  that 
come  out  of  these  sessions,  and  provide  a  reference  to  all  interested 
persons.  We  also  publish  the  Medicaid  Management  Exchange,  which 
focuses  on  news  of  interest  to  State  Medicaid  staff,  and  the  Journal 
for  Medicaid  Management  which  documents  exemplary  practices  in  State 
Medicaid  programs.  We"  believe  the  transfer  of  technology  to  be  crucial 
to  the  Medicaid  program,  and  also  try  to  coordinate  technical  assistance 
to  the  States.  We  also  are  working  on  training  and  development  for  State 
and  Federal  Medicaid  staff.  To  this  end,  we  are  premiering  an  orienta- 
tion package  in  Richmond,  Virginia  simultaneously  with  this  conference. 
This  package  will  be  made  available  to  State  and  Federal  staff  to  use  in 
training  new  employees  on  the  Medicaid  program. 

This  particular  conference  arose  out  of  the  concerns  surrounding 
the  deinstitutionalization  process.  Rather  than  take  the  negative 
approach  of  documenting  the  problems  inherent  in  this  effort,  we  chose 
to  take  the  proactive  approach  by  focusing  on  alternative  ways  of  meeting 
the  health  needs  of  those  served  by  the  Medicaid  program. 

The  underlying  premise  of  this  conference  is  a  simple  one.  We 
accepted  as  a  given  the  many  laws  and  programs  that  overlap  in  the 
long  term  care  spectrum.  I  won't  belabor  this  except  to  point  out  that 
in  the  long  term  care  effort  in  this  country,  we  have  Titles  XVI,  XVIII, 
XIX,  and  XX  of  the  Social  Security  Act,  the  Older  Americans  Act,  and 
I  understand  HUD  law  even  comes  into  play.  This  list  is  by  no  means 
all   inclusive.      Obviously,  even   if  we  had   a  perfect   law  with  perfect 
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solutions  to  long  term  care  drafted  up,  it  would  be  a  task  of  considera- 
ble undertaking  for  Congress  to  assume.  The  idea  of  a  comprehensive, 
cohesive  law  covering  long  term  care  for  the  elderly  or  disabled  has 
great  appeal,  but  the  actuality  of  the  situation  is  described  by  some  as 
a  patchwork  quilt  of  laws,  some  of  which  conflict  with  each  other. 
Nevertheless,  long  term  care  is  major  item — an  expensive  service  with 
debatable  benefits  to  the  population  it  is  supposed  to  cover.  Long 
term  care  represents  40?6  of  the  national  Medicaid  budget,  and  from 
35%  to  70?o  of  State  Medicaid  budgets.  More  than  $5  billion  was  spent 
last  year  under  Medicaid  for  skilled  nursing  and  intermediate  care 
facility  services.  Unfortunately,  it  appears  that  this  considerable 
sum  of  our  taxpayer  money  was  not  always  spent  in  the  best  interests 
of  the  recipient.  Problems  in  nursing  homes,  or  charges  of  inappro- 
priate institutionalization  are  frequently  documented  in  the  media 
and  spoken  of  with  concern  by  those  involved  in  human  service  programs. 
Some  of  these  problems  may  be  bigger  than  we  are,  being  societal  in 
nature  and  having  to  do  with  our  attitude  toward  the  elderly,  chroni- 
cally ill,  or  retarded. 

If  we  hope  to  accomplish  one  thing  with  the  conference,  it  is 
a  re-examination  of  our  attitudes  and  generalizations  about  those 
human  beings.  If  indeed,  we  can  bring  a  fresh  perspective  to  long 
term  care,  we  will  be  happy. 

In  attempting  to  do  this  we  have  structured  a  varied  agenda  for 
you.  It  is  replete  with  workshops  and  covers  many  subjects,  any  one  of 
which  could  be  a  separate  conference  in  itself.  You  will  hear  about  case 
management  for  the  mentally  ill,  assessing  the  retarded,  preadmission 
screening  and  a  number  of  outstanding  efforts  being  carried  out  in 
several  States,  including  New  York's  nursing  home  without  walls  program* 
You  will  hear  an  eminent  health  planner  discuss  the  problems  of  designing 
an  array  of  services  for  individuals,  rather  than  automatically  thinking 
institution. 

You'll  also  hear  from  the  National  Institute  for  Advanced  Studies  on 
the  results  of  their  evaluation  of  State  efforts  in  providing  alterna- 
tives to  institutionalization.  This  work  was  done  under  a  contract  let 
about  a  year  ago,  when  the  Medicaid  Bureau  asked  NIAS  to  identify  altern- 
ative efforts  developed  with  State  and  local  resources.  NIAS  has  devel- 
oped individual  case  studies  describing  examplary  practices  in  these 
States  and  has  also  produced  a  manual  on  how  to  develop  alternatives. 
You  can  hear  details  on  this  in  the  workshop  entitled  a  "A  Guide  to 
Planning  Alternatives." 
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For  your  keynote  speaker,  we  have  a  representative  from  the  Gray 
Panthers,  who  can  give  us  the  consumer  viewpoint  on  our  I health  s ervices 
system  in  this  country.  We  have  representatives  from  GAO  to  tell  you 
about  two  important  reports  they  worked  on,  one  on  the  deinstitutionali- 
zation movement,  and  the  other  on  home  health  services.  Finally,  on  the 
last  day,  we  have  persuaded  a  Capitol  Hill  staffer  to  join  us,  to 
share  with  you  his  concerns  on  long  term  care,  and  to  listen  to  yours. 
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WELCOME 


Jerry  Sconce 

HCEA     Regional  Administrator 
Region  VI 
Dallas,  Texas 
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I   would   very  much   like   to   welcome  the   State  program  onagers  to 
this   conference,    and    on   behalf   of   the   HCFA   Regional    Office,  welcome 


you  to  Dallas. 


These  conferences  are  designed  to  provide  a  forum  for  State  managers 
to  exchange  ideas  and  approaches  aimed  at  improving  Medicaid.  This  parti- 
cular conference,  we  in  HCFA  believe,  is  a  timely  one,  since  there  is  a 
pressing    need    for    innovative    solutions   and   alternatives  to   long  term 


care . 


I  might  spend  about  three  or  four  minutes  listing  a  few  things 
that  I  wish  you'd  keep  in  mind  over  the  next  few  days,  and  this  goes 
along  with  the  GAO  report  that  you'll  hear  about  later.  Non-institutional 
home  health  services  are  mandatory,  as  we  all  know,  but ,  mo t  St ates 
appear  to  provide  only  limited  home  health  care.  New  York  State  alone 
accounts  for  nearly  75  percent  of  the  $120  million  spent  nationally 
for  home  health  services. 

We  all  know  that  Medicaid  coverage  for  chronic  health  problems 
encourages  high-cost  institutional  care  It's  easier  to  be  reimbursed 
for  total  care  in  a  long  term  care  institution  than  it  is  to  obtain, 
package,  and  reimburse  for  these  very  same  services  outside  the  msti- 
tut  ion . 

This  lack  of  adequate  home  health  services,  restrictions  on  funding 
of  necessary  support  services,  and  lack  of  needed  social  services  can 
force  institutionalization  to  obtain  the  needed  services. 

Further,  some  people  with  chronic  health  needs  are 'ineligible 
for  Medicaid  until  they  are  put  in  an  institution.  After  they  re  in 
the  institution,  of  course,  they  can  either  spend  down  or  meet  special 
need  standards  'to  obtain  coverage.  We  all  know,  also,  that  once  you 
are  in  an  institution,  there's  little  chance  of  returning  to  the  com- 
munity, since,  in  many  instances,  people  have  given  up  most  of  their 
assets  to  become  eligible. 

Because  of  many  of  these  above  items,  Medicaid  expenditures  for 
SNF  and  ICF  consume  about  40  percent  of  all  Medicaid  dollars  State 
and    Federal;    but    service   only   6   percent   of   the   Medicaid  population. 

In  1978,  the  estimates  are  that  five  to  seven  billion  dollars 
will  be  spent  on  nursing  home  care.  Further  data  show  that  over  90 
percent  of  Medicaid's    'ong  term  care  expenditures  are  for  the  aged 
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and  disabled.  While  aged,  blind,  and  disabled  represent  less  than 
one-third  of  the  Medicaid  population,  they  consume  more  than  65  percent 
of  the  Medicaid  dollars. 

This  shows  that  increasingly,  Medicaid,  in  terms  of  expenditures, 
is  becoming  a  long  term  care  program.  This  was  not  what  it  was  origin- 
ally designed  for.  Originally,  it  was  set  up  for  the  purpose  of  enabling 
States  to  furnish  mainstream  health  care  to  low  income  people.  The  more 
money  we  spend  on  just  long  term  care,  the  less  we  have  to  spend  on  this 
original  objective. 

I  think  I'd  like  to  leave  you  with  one  or  two  other  thoughts. 
The  Health  Care  Financing  Administration's  aim,  and,  I'm  sure,  yours, 
is  not  to  depopulate  nursing  homes,  if  that  type  of  care  is  needed. 
As  the  size  of  the  elderly  population  grows,  there  will  be  a  continu- 
ing, and  even  growing,  demand  for  a  wide  variety  of  supportive  ser- 
vices, including  nursing  care. 

In  1975,  there  were  more  than  22  million  people  aged  65  or  older, 
which  represents  an  increase  of  more  than  12  percent  since  1965,  and  more 
than  35  percent  since  1960. 

However,  when  we're  talking  about  long  term  care  and  the  makeup 
of  the  elderly  population,  we  need  to  remember  that  the  majority  of 
the  older  people,  in  fact,  some  95  percent,  are  not  in  institutions, 
and  they're  largely  independently  functioning  members  of  society. 
For  those  who  are  able  to  remain  in  their  own  homes,  we  need  to  ensure 
that  we  are  providing  them  the  necessary  supportive  health  services  in 
the  community. 

And  I'll  say  one  or  two  words  on  quality  of  care.  Right  now 
we  have  approximately  one  million  residents  in  the  22,000  or  so  long  term 
care  facilities  throughout  the  U.S.  HCFA,  in  its  current  policies,  is 
trying  to  get  away  from  paper  compliance,  in  terms  of  standards  alone, 
and  move  toward  an  emphasis  on  the  quality  of  care. 

We  believe  it's  not  enough  to  meet  health  and  safety  requirements, 
because  for  most  nursing  home  patients,  the  nursing  home  is  their 
home,  their  only  home.  We  need  to  pay  more  attention  to  the  health 
related  social,  emotional,  and  environmental  needs  of  the  patient. 
The  overall  success  of  long  term  care  necessarily  emphasizes  the  humane 
aspects  of  caring  as  opposed  to  curing.  We  need  to  refocus  our  attention 
on  the  patient  and  his  needs,  rather  than  the  institutional  framework 
within  which  the  care  is  provided. 
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i     •         t    hnnp   t-hnt-    throuah   your    discussion,    over   the  next 
In   closing,    I   hope  that    througn   y  iding  the  necessary 

the   appropriate  type  or  care,   or  pi  uvxuj...y  ' 
within  institutions,  where  that  type  of  care  is  needed. 
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Washington,  D.C. 
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Since  this  was  written  in  the  taxi,  the  limousine  and  the  plane 
this  morning,  I'm  not  sure  what  I  have  here,  but  I'll  do  the  best  I  can 
and  at  least'  if  it  isn't  any  good,  I  can  have  the  excuse  that  I  really 
didn't  have  time  to  put  it  all  together. 

Now  I  feel  that  I  can  talk  on  this  subject  because  of  this  com- 
bination of  beino  a  Gray  Panther,  meeting  many  consumers  in  that  group, 
w  k  n  with  tS,  particularly  in  the  health  W^^tf 
service  to  sick  people  in  their  homes  through  a  home  health  agency. 
In  thTs  way  we've  had  innumerable  experiences,  working  with  Medicare, 
Medicaid,  private  insurances;  we've  had  it  all.  These  are  the  kinds  of 
things  I  will  use  here  as  illustrations. 

I  first  want  to  make  a  couple  of  general  observations  and  I'm 
sure  maybe  you  know  all  of  this,  but  I  just  hav e  to  say 
about  tailoring  health  services  to  individual  needs,  primarily  in 
home  services.  Immediately  one  has  to  add  that  tailoring  health  services 
must  include  the  assessment  and  resolution  of  social  and  financial 
impediments  to  the  delivery  of  effective  health  care. 

For  example,  the  newly  discoverd  adult  diabetic  who  ^ J»M*'*J*£ 
proper  insulin  injections,  testing  of  urine,  signs  of  diabetic  distress 
and  particularly,  diet  control,  by  a  skilled  nurse,  is  discovered  to 
have  $135  a  month  Social  Security,  pays  $90  a  month  for  his  crummy 
room  and  kitchenette  and  eats  mostly  heavy  starches  because  his ;  food 
money  doesn't  stretch.  Nobody  has  helped  him  apply  for  a  SSI  supplement 
or  food  stamps. 

Now,  we  have  that,  particularly  in  the  inner  city.  They  are 
flushed  out  *en  they  become  ill.  They  are  there  and  you  really  don  t 
know  anything  about  them;  they're  hidden.  We  found  that  through  the 
early  Say- "of  Medicare  and  the  early  days  of  Medicaid.  We  come  upon 
them  because  when  they're  sick,  something  begins  to  happen. 

The  second  comment  is  that  I  guess  we  will  never  be  able  to  fully 
tailor  health  care  to  individual  needs  until  we  establish  a  nationwide 
coord  nated  program  of  guality  health  care-and  I  know  you  re  Ulking 
about  that-to  establish  the  means  of  preventing  illness  rather  than 
sUucture  our  program  on  acute  care  needs  where  skilled  nursing  defined 
In  the  narrowest 'way  ia  our  criteria  for  providing  paid  service  We 
really  gripe  about  this  because  in  a  home  health  agency,  the  acute 
Phase  is  only  one  phase  in  a  long-term  patient;  to  prevent  another 
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stroke,  another  heart  attack,  he  needs  the  maintaining  care.  And  this  is 
something  that  the  services  do  not  provide  for. 

We  scramble  around;  we  use  United  Way  funds,  patients  pay  us  as 
much  as  they  can.  We  have  a  long-term  grant  though  the  Office  on  Aging 
in  the  District.  We've  had  that  for  a  while,  and  that's  been  awfully 
helpful.  So  we've  been  able  to  have  a  whole  group  of  people  that  are 
maintained  at  home  and  don't  land  in  the  nursing  home.  That's  what  we 
all  talk  about,  but  we  can't  do  it  on  a  wholesale  scale  because,  where 's 
the  money  for  it? 

Another  very  important  aspect  is  the  establishment  of  controlled 
and  closely  supervised  programs  of  in-home  health  and  homemaker  services 
to  prevent  institutionalization.  And  also  not  allowing  the  mushrooming 
growth  of  the  proprietary  for  profit  organizations  (you  can  see  my  bias 
here)  and  the  private  non-profit  Medicare-only  organizations  to  chunk  out 
their  share  of  profitable  home  health  business,  leaving  the  consumer  to 
ferret  out,  if  he  can,  some  community  service  which  will  service  him, 
even  though  he's  not  covered  by  any  third-party  payers. 

This  is  going  to  be,  I  think,  a  growing  scandal,  as  the  mushrooming 
continues.  We  see  it  in  the  Washington,  D.C.  area.  You  just  look  in 
the  telephone  directory  and  you  find  all  of  these  agencies  with  huge  ads, 
to  provide  nursing,  all  kinds  of  things.  We've  checked  a  few  and  we 
find  that  what  they're  telling  people  isn't  correct.  For  instance,  one 
of  them  said — (just  to  use  a  case,  I  was  calling  for  my  mother,)  "Do 
you  arrange  with  Medicare?"  "No,  we  don't  arrange,  you  can  send  your 
own  bill  in."  Now,  you  know  that's  misrepresentation  of  the  worse 
sort,  but  that  goes  on.  What  I'm  afraid  of  is  that  this  will  go  on  and 
mushroom  to  the  point  where  it  will  be  a  great  scandal  and  then  there 
will  be  House  and  Senate  hearings.  And,  meanwhile,  everybody  will 
say  there's  poor  service,  tremendous  loss  of  money  and  then  there  will 
be  tightening  of  controls. 

There  ought  to  be  a  way  of  doing  that  before  this  happens.  Now,  we 
see  it  all  the  time,  not  just  in  our  area,  but  all  over  the  country,  this 
is  a  National  approach  to  in-home  care  on  the  profit  basis. 

That  doesn't  mean  that  efficient  service  isn't  given,  but  it 
stands  to  reason,  just  common  sense  tells  you,  that  if  you  have  a  good- 
let's  say — United  Way  homemaker  agency,  which  gives  excellent  supervision 
good  training,  better  salaries  and  they  charge  more,  and  the  profit 
agencies  can  charge  less  and  make  a  profit,  something  has  to  give. 
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Our  real  basic  understanding  is  that  supervision  gives.     They  go  to  what 
they  call  "spot  checks"  when  they  send  people  out. 

SfsTthe^bJt  sokes',  ^  J  oat* /on' t  get  to  ".    So  unless 

£Hw^:iK5w s  sews  &ss  =? 

can't  talk;  I'm  not  paying  for  this. 

I  iust  feel  that  this  is  really  a  foretaste  of  what  I  want  to  say 
about'  nTtnT U^ces  that  we  se^  in  the  ^^T^ 
?ISf  ffi£ty"W.   insurance,  private 

^  S  —sonleali^-^o^erelo  £ 
gether   in  a   hodge-podge.      A  person  reau.y 

So  I  thought  I'd  just  sketch  a  few  little  cases,  vignettes,  so 
to  sp^,1 experience  as  ^J^^ll  "p.'-'  e^arl 
ESeSSSZeJ.  rofessi^sl  ret11rkerpro°;sPsiena1s)PactPive  prores- 
sionals,  everything  you  want. 


Let's  take  one  point.     If  a  hospitalized  person  is  expected  to  need 

nhvqirian   to   arranqe   for  this.      Mostly  ne   ±&  yiVC"  ,  ... 

orqanizarion;  nobody  explains  that  there  are  three  agencies,  and  thrs 
one  Sees  this,  this  one  does  that,  which  do  you  want  to  go  to? 


°xfp=^o\rPetr  IL,  there,  a  Medicare  only  agency  JJJj-e 
gives  him  any  background.     None  of  that   is  done, 
will  come  to  see  you  and  the  referral  is  made. 

I  had  a  sort  of  interesting  situation  that  came  to  our  attention. 
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she  thought  very  satisfactory  services,  a  nurse,  a  physical  therapist, 
a  homemaker  for  a  two-month  period.  Then  they  said  they  couldn't  come 
anymore.  She  really  needed  service  because  they  did  not  get  into  many 
of  her  problems  and  somehow  she  got  to  the  VNA — I  have  to  mention  this 
because  that's  how  I  got  involved.  Through  numerous  phone  calls  she 
finally  landed  there  and  we  got  into  a  lot  of  things.  She  was  going 
to  be  evicted  because  the  building  was  sold  and  was  going  to  be  used 
as  a  residential  hotel;  her  money  was  in  a  mess;  she  didn't  know  how 
to  get  reimbursement  for  her  medical  expenses  and  that  sort  of  thing, 
although  she  had  Blue  Cross-Blue  Shield,  government  retiree  coverage 
and  Medicare. 

We  did  work  out  things,  but  always  she  was  very  grateful  to  the 
hospital  for  sending  her — she  said,  "Wasn't  that  nice  of  the  hospital 
to  send  somebody,  to  be  that  kind  and  to  send  somebody  for  two  months 
and  they  pay  the  expenses?  They  didn't  ask  me  for  anything."  She 
had  absolutely  no  concept  of  home  health,  that  this  was  a  home  health 
agency  that  was  being  paid  the  full  amount  and  she  didn't  even  understand 
that  she  was  dropped  because  they  could  not  get  paid,  they  thought, 
anymore. 

So,  I  think  that  gives  you  some  idea  of  what  can  happen  when 
discharge  planning  is  not  explained  very  carefully  to  patients  who 
are  able  to  understand  it  to  give  them  some  choices.  I  don't  think 
that's  being  done.  This  is  particularly  true  in  hospital  home  health 
agencies.  The  patients  in  those  hospitals  are  really  captive  to  that 
group,  unless  there's  no  source  of  payment.  This,  also,  is  something 
of  the  same  thing  where  it's  all  decided  for  the  patient.  We  always 
talk  about  how  consumers  should  have  some  rights  of  decision,  but  if 
things  are  not  explained  to  them,  they  don't  know  what  they're  deciding 
on;  it's  done  for  them.     I  think  a  lot  of  that  goes  on  in  health  care. 

Now,  let's  try  another  one:  the  working  daughter  trying  to  obtain 
parttime  nursing  and  homemaker  help  for  a  homebound  72  year-old  mother 
gets  no  help  from  the  physician.  Some  physicians  really  do  not  do 
referrals.  They  depend  on  the  hospital  social  worker;  they  depend 
on  the  family  getting  out  and  finding  its  own  resource  and  then  they're 
very  glad  to  give  you  orders  if  you  call.  And  then,  "Oh,  yes,  sure, 
why  didn't  I  think  of  it?",  sometimes  they  do  say  that. 

She  didn't  know  where  to  go,  she  checked  the  telephone  directory 
and  the  classified  directory  and  there  was  this  real  big  ad  from  one 
of  the  large  proprietaries.     Why  did  she  pick  that  one?     Because  they 
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said  the  people  they  sent  to  the  home  were  bonded  That  was  her  only 
said  tne  P*^-"5        y     n.hpr.   she  didn't  know  what  to  look  for.  She 

i~  r?i  Bi  st?  ss&bs 

When  the  money  began  to   run  out  because  "  ^  '^^oT  toi 

her  getting  that  because  she  didn't  know  the  ropes, 
to  get  into  this  health  system. 

,        „    ,    fhic    io    a   nroblem   with   Medicare.      We  have 
Another    example:    and    this    is    a   proc-iem   «n  .  kiUed 

defined  better-although  the  handbook  isn't  bad.     It  s  much  better 
most  directories  from  government. 

Rll,    fhis    is  a  Very  hard  thing  to  explain.      The   word  "custodial" 

^viaU  thfposa^bihty  of  deteriorat ion  and  the  use  of  the  nursing  home 
which  is  what  we  all  say  we're  hoping  to  do. 

en     nne  0f  our  big  problems  is  trying  to  explain   it.     Then  you 
know^t'heTigid  T/gulat Zs  are   such  tW   ^  Jt  -ery     ,f   »  t 

to   define  skilled  "^g  ^ng^  eligible  for 

on   Aging   grant.      We   put   tnese   peuHx  nrnipct   which  includes 

rffirs  >irdtgi:\h-bosP^:t:dyirg 

^hr^rek^r  thfn1  o9ingntto  fnu^in^home.9  I  mean,  there  are  alterna- 
tives here,  but  they  have  to  be  paid  for  by  someone. 

The  same  thing  is  true  with  Medicaid.    We  have  some  special  troubles 

with  Medicaid  in  the  District  ^*J^YEi.  since  -,968,  to 
they've  put  out  a  directive  for  people,  as  far  as  1  mow,  s 
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explain  how  it  works,  what  the  eligibility  requirements  are.  I  mean, 
that's  horrendous  when  you  stop  to  think  of  it.  People  go  to  sign  up  and 
they  find  that  they  don't  have  the  proper  documentation  that's  required, 
so  come  back  tomorrow.  A  lot  of  these  people  are  old  and  can't  make 
so  many  trips. 

I'm  coming  to  a  Medicaid  case  now.  An  elderly  or  handicapped 
homebound  person  with  no  family  or  friend's  support  tries  to  apply 
for  Medicaid  through  the  mail  because  he  can't  get  down  there.  He  has  to 
complete  an  eight-page  application.  Now,  he  really  doesn't  have  to 
complete  all  that  but  it  looks  so  bad  that  he's  frightened  of  the 
whole  thing,  particularly  if  he  can't  see  well;  he  doesn't  write  well; 
he  doesn't  read  well.  And  some  of  the  forms,  actually,  are  a  combination 
of  everything— you  name  it— support,  child  support,  all  the  various 
aspects  of  the  financial  status.  He  doesn't  know  how  to  fill  it  out; 
he  doesn't  know  how  to  get  proof  of  his  income;  he  can't  write  clearly. 
So,  his  mailed  application  is  rejected  as  incomplete.  Now,  he  has 
to  give  up  at  that  point  unless  he  can  get  into  some  system  by  having 
a  social  worker  from  one  of  the  senior  centers  come  to  see  him  and 
help  him  fill  these  out.  If  he  doesn't,  and  if  he  calls  and  says 
to  the  welfare  office,  "I  can't  do  that,  I  don't  know  how  to."  They  will 
say,  "Come  on  down  here  and  we'll  help  you."  Well,  he  can't  get  down 
there.  That's  the  insensitivity ,  not  taking  into  account  the  problems 
that  the  homebound  have. 

One  more  example:  An  89  year-old  fragile  man,  living  on  Social 
Security,  hobbles  into  a  public  assistance  office  early  in  the  morning 
and  waits  to  apply  for  Medicaid,  but  he's  not  called.  He's  there  all 
day  and  he  leaves.  It  turns  out  that  he  couldn't  see  very  well  and  he 
couldn't  hear  very  well,  and  nobody  explained  it  to  him,  but  he  was 
supposed  to  write  his  name  down  on  a  list  for  interviewing  and  he 
didn't  know  to  do  it.  Nobody— seeing  this  man  there  all  day— bothered 
to  come  over  and  find  out  what  happened,  why  is  he  there.  That  is 
a  horror,  really. 

Finally,  a  69  year-old  daughter  applies  at  the  public  assistance 
office  for  Medicaid  for  her  92  year-old  homebound  mother.  Though  she 
presents  proof  of  Social  Security  income,  the  interviewer  says  he  can't 
take  her  application  because  she  doesn't  have  documentary  proof  of  her 
mother's  age.  She  had  been  there  all  day.  She  protests  that  her  mother 
had  been  receiving  minimal  Social  Security  since  1958  and  Medicare  since 
1966  and  that  Medicare  proved  her  age. 
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The  interviewer  refuses  to  check  this,  doesn't  advise  that  she 
can  easily get  blrthdate  data  fro.  Social  Security,  and  doesn't  advise 
that  her  mother's  eligible  for  SSI  supplement. 

a  particular  individual  needs. 

One  other    a  final  case  is  a  woman  who  turned  65,  retired,  lost  her 

expensive  medication,  she  ^.f%t~$?lt%?£.  'The  checks  out 
checks  out  Blue  Cross-Blue  Shxeld         "    ^f,1"^  brochures  about 

none  of  them  meet  her  needs,  really,  as  she  anaiyzeu  ±l, 
them  are  rip-offs. 

Finpllv  she  has  no  place  to  go  because  there   isn't  any  place 
that   will  help  her  with  tKis.     She  calls  Social  Security  and  she  asks 

for  adVice on  this,   what  type  of  ^^%^^et^^ 
to  supplement  what  Medicare  provides       She  was  told  rathe tartl that 
Social'security  doesn't  give  that  information    can  t  ^that  info  ma 
tion.  Anyway,  they  don't  know  anything  about  it.     So,  there  she  is, 
with  nothing. 

«  ™ight  mention  this  to  you.     I  was  invited I  to  ^^^^ 
Medicaid    and    third-party   resources.      I  m   pretty  ~pert^ 
be,  somebody  has  to  know  something  about  rt  to  help  P*»^ 

^^m^  b^^rman°;/n^don-  ^  ho  „<  "to"  use  it'. 

And  when  you  say,   "What   are  you  going  to  get  out  of  this?"  You 
expla in   that   some   of 'this   is  duplicated     two  hospital  ^-r^ces  and 
"Yes     but   I've  had  it  for  a  long  time.       It  s  very  naru 
Thrneedtr  security  is  so  great  that  this ,  i« .  how  people  ge 
ripped  off:   they  buy  more  and  more  insurance.     Our  private  healtn 
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insurance  field  is  a  horror.  It  really  is;  there  are  no  controls  on 
it . 

I  think  until  that  gets  corrected,  we're  going  to  have  people 
taking  food  out  of  their  mouths  to  pay  monthly  to  this  and  that  various 
company.  They  have  a  cancer  policy;  they  have  a  nursing  home  policy 
which  pays  them  $10  a  day.  It's  just  a  whole  series  of  different  ones 
that  they  begin  to  collect  to  safeguard  them,  they  think,  against  some  of 
the  contingencies  that  might  arise  and  they're  not  at  all  sure  Medicare 
will  pay  it. 

We  had  one  case  that  was  really  something.  This  was  a  stroke 
patient  whose  wife  was  taking  care  of  his  insurance.  He  had  Blue 
Cross-Blue  Shield  65,  which  supplements  inhospital,  primarily,  $144 
deductible  and  the  cost  of  blood  for  surgery,  and  costs  after  60  days, 
some  of  that,  and  very  little  else.  They  do  the  $60  on  the  doctor's 
bill,  the  deductible  on  Part  B  and  they  meet  the  20  percent  of  doctor's 
bills,  according  to  the  reasonable  costs  that  Medicare  sets,  which 
isn't  really  the  total  cost  that  the  patient  pays,  and,  also,  maybe  lab 
tests,  20  percent. 

This  woman  said  "I  just  don't  understand  it,  Medicare  isn't  doing 
a  thing  for  us."  She  had  gotten  a  bill,  her  husband  had  been  ill  three 
months  and  it  was  from  Blue  Cross-Blue  Shield,  which  is  the  intermediary. 
She  thought,  that's  the  insurance  I  have.  And  she  assumed  that  Medicare 
didn't  do  anything,  it  was  Blue  Cross-Blue  Shield  65  that  did.  And 
all  that  Blue  Cross-Blue  Shield  65  did  was  pay  the  $144.  So  she  was 
going  to  drop  her  Medicare  B.  The  point  of  this  is  that  people  just 
do  not  understand  what  they  have  in  hand,  through  Medicare,  etc. 

If  you've  ever  seen  patients  coming  from  a  hospital  after  a  long 
stay,  who  don't  know  the  system,  and  this  huge  bill  arrives,  maybe 
five,  six  itemized  pages;  total  cost:  $10,000  and  right  at  the  end,  where 
you  hardly  see  it,  "expected  from  Medicare".  When  a  nurse  goes  to  the 
patient's  home,  if  that  patient  had  high  blood  pressure  before,  he's 
got  it  worse  now.  It's  just  a  very  difficult  situation.  A  lot  of 
support  and  explanation  is  needed.  They  see  their  little  savings  dis- 
appear. They've  already  had  some  handicap.  They're  faced  with  so  many 
things.  We  never  really  work  with  patients  on  what  bothers  them.  It  is 
very  important. 

Now  the  final  statement  I  have  is  what  role  do  organizations  such 
as  the  Gray  Panthers,   community  non-profit  health  agencies,  para-legal 
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services  to  the  elderly  play  in  assisting  consumers  to  obtain  services 
and  benefits  they  are  entitled  to,  but  because  of  the  system  they  can't 


make  it? 


These  groups  actually  become  intermediaries,  not  in  the  same  sense 
as  the  Medicare  intermediary  who  processes  and  pays  claims  for  Social 
Security but  intermediaries  or  interventionists,  if  you  want  or  advo- 
cates who  guide  the  consumer  and  his  family  in  negotiating  the  health 
system  Social  Security  and  VA  systems.  They  advise  and  assist  in 
otting  requited  documents  and  developing »  format  ior .for 
the  problems  with  Social  Security  and  Medicare  and  Medicaid  arise. 

This  is  a  costly  layer  of  service,  costly  to  the  community,  costly 
to  HEW,  itself,  because  indirect ly-and  sometimes  directly- funds  for 
some  of  these  organizations,  such  as  some  of  the  para-legal  organizations 
Te  obtained  through  grants  provided  by  the  ^-tr^ion  on  A  i  g 
and  very  often  by  the  State  or  local  office  on  aging.  It s  necessary  to 
fund  organizations  to  help  consumers  get  through  the  system.  You  know, 
it  doesn't  make  sense. 

I  understand  there  are  people  here  from  the  offices  on  aging. 
We've  had  a  rather  interesting 'experience  in  the  District  For  years  we 
had  a  moribund  organization  with,  really,  ineffective  pj^taj-  Jh» 
information    referral    service   was    a   joke;    they   didn't    know  anything. 

Now,  it  was  the  efforts  of  these  types  of  organizations  that  I 
mentioned,  volunteer  agencies  concerned  for  the  elderly  *-h  *pi  l ted 
a  consortium  of  agencies,  including  the  Gray  Panthers,  to  push  *»  *<^£ 
Office  on  Aging  on  the  map.  There  was  a  period  there  when  the -  were 
par  of  the  Department  of  Human  Resources  with  a  very  weak  "effective 
oirector-and  I  think  a  political  staff.  Their  number  wasn't  even  in  the 
telephone  directory. 

That  gives  you  some  idea  of  how  useful  they  were.     Well,  this 
consort  L9  spearheaded  with  the  legal   services  group  to  force  the 
Mayor  to  take  this  Office  on  Aging  under  his  wing,  ^°  b«  ^ectly^c 
countable  to  him.     There  were  problems  there ,  too      VOICE    for  instance 
sent   him  names  of  people  in  the  community  who  would  be  verV  ™ 
commissioners  on  that  and  he  proceeded  to  choose  some  of  hi  friends ^who 
were  ministers  of  his  faith,   some  of  whom  know  nothing       Now    some  or 
them  have  learned  on  the  job,  but  there  was  pressure  a  1  the ;  t  ime 
There's  a  new  director,  obtained  by  merit,  with  great  P™b\™*™«  l(*s 
of  pressure   because  there   was   an   attempt   to  get  political  people  in. 
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There's  a  better  staff  and  they're  beginning  to  function.  They  can  be 
called  on.  They  have  begun  to  develop  a  good  information  and  referral 
service. 

So  it  comes  down  to  organizations  in  the  community  forcing  the 
issue,  just  as  Gray  Panthers  did  for  the  medically  needy.  This  was 
another  instance  of  pressure.  It  is  consumers,  it  is  providers  who  are 
concerned  about  this  that  really  push  the  issue — get  to,  in  this  case, 
the  D.C.  Council — and  really  move  it. 

This  is  true  of  all  the  different  things  that  have  to  be  done  in 
the  District.  The  community  has  to  be  involved  in  hearings.  They  have 
to  do  things.  We're  hoping  for  a  dawn  of  a  better  day  with  the  new 
election;  it  should  be  easier  for  all  of  us.    Thank  you. 
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MR.  UNGAR:  I'm  pleased  to  be  here  this  morning.  As  Ginger  had 
mentioned,  I  did  work  on  the  GAO  deinstitutionalization  study;  I  was  the 
project  director  on  that  study.  For  most  of  you — or  any  of  you  who  don't 
know,  GAO  is  an  organization  in  the  legislative  branch  of  the  Federal 
government,  responsible  for  overseeing  the  expenditure  of  Federal  dol- 
lars, in  terms  of  economy,  efficiency,  and  effectiveness. 

In  January,  1977,  we  issued  our  report  on  deinstitutionaliza- 
tion of  the  mentally  ill  and  mentally  retarded.  The  report  was  entitled 
"Returning  the  Mentally  Disabled  to  the  Community:  Government  Needs  to 
do  More." 

This  report  discusses  the  results  of  our  assessment  on  the  problems 
and  progress  in  five  States  in  undertaking  deinstitutionalization.  We 
also  looked  at  the  activities  of  various  Federal,  State,  and  local 
agencies.  What  we  found,  basically,  is  what  all  of  you  probably  already 
know,  or  knew  at  the  time. 

Number  one,  when  adeguately  managed  and  financed,  deinstitutionali- 
zation can  work.  However,  in  many  situations,  this  was  not  the  case. 
There  were  many  people  still  in  institutions  who  didn't  need  to  be 
there.  There  were  people  going  into  institutions  who  didn't  need  to 
enter,  and  people  coming  out  of  institutions  who  either  were  inappropri- 
ately placed,  or  who  were  placed  without  provision  for  appropriate 
services . 

In  effect,  deinstitutionalization  occurred  before  the  mentally 
ill  and  mentally  retarded  themselves  were  ready  to  be  placed  out, 
before  managers  were  ready  to  administer  deinstitutionalization  programs, 
before  legislatures  were  ready  to  fund,  before  city  councils  were  ready 
to  fund  deinstitutionalization  programs,  and  before  communities  were 
ready  to  accept  the  deinstitutionalized  individual.  There  are  a  number  of 
causes  to  this  problem.  Obviously,  the  one  that  everybody  is  most  know- 
ledgeable about  is  the  lack  of  alternatives  to  institutional  care.  This 
happens  for  a  number  of  reasons.  Number  one,  there  just  wasn't  enough 
money  in  the  mental  health  and  mental  retardation  budgets  of  State  govern- 
ments for  community  care.  At  the  present  time  we  did  our  study,  approxi- 
mately 80  percent  of  the  State  mental  health  budget  went  for  institutional 
care;  in  some  cases  less,  and  in  some  cases  a  little  bit  more,  but 
overwhelmingly,    the    bulk    of   the   money    did    go    to    institutional  care. 
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Number  two,  there  was  a  tremendous  fragmentation  of  responsibility 
both  for  programs  and  individuals.  It  was  unclear  as  to  who  exactly  was 
responsible  for  the  mentally  disabled  in  the  community,  in  terms  of 
developing  programs,  planning,  or  individual  case  management.  Along  with 
this  problem,  there  was  a  lack  of  leadership  at  both  the  Federal,  State, 
and  local  levels.  Nobody  seemed  to  have  taken  the  helm,  to  say,  you 
know,  "X  is  responsible  for  deinstitutionalization,  and  here's  what  X  is 
going  to  be  doing."  Nobody  seemed  to  want  to  accept  responsibility,  or 
everybody  pointed  the  finger  at  somebody  else. 

Another  problem  was  the  low  priority  accorded  the  mentally  disabled 
by  various,  what  we  call,  generic  programs.  This  would  include  housing 
agencies,   social   services  agencies,   vocational  rehabilitation  agencies. 

Aside  from  the  fragmentation  of  responsibility  and  the  low  priority, 
there  are  many  financial  disincentives  and  barriers  to  deinstitutionali- 
zation. The  Medicaid  program  was  probably  one  of  the  largest  factors 
that  affected  it,  with  respect  to  the  bias  toward  institutional  care.  In 
fact,  there  was  more  money  in  the  Medicaid  program  going  toward  care  of 
the  mentally  disabled  in  nursing  homes  than  there  was  going  toward  the 
care  of  mentally  ill  people  in  State  mental  hospitals. 

Another  problem,  aside  from  the  institutional  bias,  were  the  re- 
strictions, or  lack  of  coverage,  for  alternatives,  including  partial 
hospitalization  and  clinic  services  and  the  limited  use  of  the  availa- 
bility of  the  ICF/MR  provision  for  facilities  of  15  beds  or  less. 

In  addition  to  Medicaid,  other  programs  had  barriers  or  disin- 
centives. The  Supplemental  Security  Income  program,  for  example,  did 
not  provide  much  money  for  community  placement.  It  also  had  many 
restrictive  provisions,  which  would  have  either  discouraged  or  pro- 
hibited the  use  of  SSI  for  people  in  the  community. 

The  Department  of  Housing  and  Urban  Development  administers  several 
programs  which  could  be  potentially  used  for  deinstitutionalization. 
However,  because  of  restrictions  in  some  HUD  regulations,  this  option 
was  not  feasible  unless  exceptions  were  granted,  and  this  was  the  rare 
situation. 

One  of  the  biggest  problems,  however,  was  something  that  I'd  like 
to  stress  this  morning,  and  that  was  the  failure  to  make  use  of  those 
resources  that  were  potentially  available.    And  this  has  several  aspects. 
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One  deals  with  the  failure  of  communication  among  all  parties 
concerned.  Mental  health  people  did  not  communicate  with  Medicaid 
people,  with  vocational  rehabilitation  people,  with  housing  people, 
with  social  services  people,  and  vice  versa.  Nobody  seemed  to  talk 
to  one  another  about  a  common  problem,  that  is,  overlapping  responsi- 
bilities for  low  income  persons,  whether  they  be  handicapped  or  not 
handicapped,  or  elderly. 

Another  potential  mechanism  in  deinstitutionalization  is  utilization 
control.  What  we  found  was  that,  in  theory,  the  utilization  control 
apparatus  appeared  to  be  good,  yet  it  wasn't  being  widely  used  for 
deinstitutionalization.  In  other  words,  if  individual  needs  were  being 
assessed,  these  assessments,  and  the  information  in  these  assessments, 
weren't  getting  to  those  agencies  who  would  need  such  information  to  make 
use  of  it. 

For  example,  each  local  housing  authority  is  requi red  to  pre- 
pare a  housing  assistance  plan,  which  includes  an  assessment  of  the  needs 
of  the  mentally  disabled,  either  in,  or  going  to  reside  in  the  community. 
If  an  independent  professional  review,  for  example,  had  identified 
a  number  of  people  in  institutions  for  the  mentally  retarded  who  could 
be  treated  in  the  community  if  housing  was  available,  this  information 
was  not  being  communicated  to  the  local  housing  agency  for  their  inclu- 
sion in  the  plan. 

Another  little  used  resource  was  the  provision  in  Medicaid  for  the 
use  of  an  individual  to,  for  example,  train  nursing  home  staff  to 
provide  services  to  the  mentally  disabled.  In  other  words,  a  mental 
health  agency,  could  employ  a  nurse,  knowledgeable  in  the  mental  health 
matters,  to  train  nursing  home  people  to  deal  with  the  mentally  disabled, 
and  Medicaid  will  help  offset  part  of  this  cost. 

Aside  from  the  lack  of  alternatives,  another  problem  which  one 
must  deal  with  in  deinstitutionalization  is  the  question  about  criteria: 
exactly  who  should  be  treated,  at  what  places,  under  what  circumstances? 
In  many  cases,  this  was  unclear.  You're  all  probably  aware  of  the  number 
of  court  cases  right  now  that  are  being  decided  in  favor  of  the  mentally 
disabled.  Many  courts  are  ruling  that  the  mentally  disabled  do  have  a 
right  to  be  in  the  community.  In  fact,  it  may  be  the  largest  motivating 
force  right  now. 

Many  of  you  are  going  to  have  to  deal  with  this  because  the  court 
cases  are  spreading.  Yet,  at  least  to  me,  it  is  unclear  as  to  exactly 
what  criteria  are  being  used  in  making  placement  decisions. 
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Some  current  events,  of  which  you  may  be  aware,  which  affect  dein- 
stitutionalization are:  number  one,  the  President's  Commission  on  Mental 
Health  recently  issued  its  report,  which  contains  a  number  of  recommenda- 
tions, many  of  which  were  similar  to  the  50  or  so  recommendations  that  we 
made  in  our  report;  number  two,  there  is  an  HEW  task  force  on  deinstitu- 
tionalization which  is  submitting  a  report  to  the  Secretary  (a  relatively 
current  situation,  so  there  are  no  immediate  results),  thirdly,  the  most 
tangible  event  right  now  is  a  demonstration  program  between  the  Depart- 
ment of  Housing  and  Urban  Development  and  HEW.  This  involves  the  use  of 
about  $15  million  in  HUD  Section  202  moneys,  $3  million  in  HUD  Section  8 
funds,  and  a  Section  1115  waiver  authority  under  HEW.  Section  202  is  a 
loan  program  that  HUD  administers  for  the  elderly  and  the  handicapped, 
and  Section  8  is  their  housing  assistance  payments  program.  Under  the 
housing  assistance  payment  program,  HUD  will  pay  75  percent  of  the  cost 
of  housing  for  low  income  individuals.  And  under  this  effort,  14  States 
have  been  selected  to  have  sponsors  receive  the  Section  202  and  Section  8 
money,  along  with  a  Section  1115  waiver. 

And,  finally,  HEW  does  have  what  it  calls  a  mental  health  initia- 
tive, which  involves  such  activities  as  using  community  health  centers  to 
expand  the  availability  of  mental  health  services  in  communities. 

MR.  PATTERS:  I'm  pleased  to  be  here  today  to  discuss  our  December 
30,  1977,  report  to  the  Congress,  entitled,  "Home  Health:  The  Need 
for  a  National  Policy  to  Better  Provide  for  the  Elderly." 

In  our  report,  "Home  Health  Care  Under  Medicare  and  Medicaid",  dated 
July  9,  1974,  we  reported  that  some  problems  diminish  the  overall  effect- 
iveness of  home  health  care  benefits. 

Suffice  it  to  say,  when  we  went  back  out  in  the  field  this  time, 
we  were  happy  to  note  that  many  of  the  problems  that  we  had  found  in 
1974  had  been  alleviated.  These  problems  were  basically  alleviated  by 
the  various  implementation  processes  of  Public  Law  92-603,  the  Social 
Security  Amendments  of  1972. 

Also,  one  thing  that  was  helping  alleviate  the  problems  was  better 

provider  understanding,   gained   through  change  over  time.      Home  health 

care   providers,    over   the    years,    have   become   more  knowledgeable  about 

home    health    requirements.       So    consequently,    this  learning   curve  had 

caught  up  with  the  state  of  the  art,  and  this  was  helping  the  program 
substantially. 
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On  August  6,  1976,  Representative  Claude  Pepper,  Chairman,  Select 
Committee  on  Aging,  again  asked  GAG  to  analyze  certain  aspects  of 
Federally  assisted  home  health  care  programs.  In  part,  we  were  asked 
to:  1)  identify  the  circumstances  under  which  home  health  care  is  less 
expensive  than  institutional  care,  2)  determine  at  what  point  in  the 
level  of  patient  impairment  institutional  care  becomes  less  expensive, 
3)  identify  and  make  recommendations  concerning  areas  for  potential 
cost  saving  from  the  coordination  of  home  health  care  program  benefits 
and,  4)  determine  what  actions  were  taken  by  HEW  on  our  1974  recommenda- 
tion. We  responded  to  each  of  these  requests  in  our  December  30th  report. 

First,  in  comparing  the  cost  to  maintain  older  people  in  their 
home  rather  than  in  an  institution,  we  analyzed  each  group  separately. 
We  looked   at   old  people   in   institutions   and  old  people  who  were  not 

The  first  group  analyzed  were  the  noninstitutionalized  people, 
which,  nationwide,  comprises  about  95  percent  of  the  23  million  people  65 
years  of  age  or  over.  The  second  group  was  the  remaining  1.2  million 
people  who  are  institutionalized.  A  comparison  was  then  made  for  both 
groups  to  determine  at  what  level  of  impairment  the  total  cost  to  keep  an 
older  person  at  home,  including  the  value  of  services  provided  by  family 
and  friends,  equalled  the  cost  of  institutionalization. 

Our  analysis  showed — I  think  this  was,  perhaps,  one  of  the  most 
surprising  things  that  we  uncovered  during  the  entire  review — the  true 
cost  of  maintaining  the  elderly  and  sick  at  home  has  been  largely  hidden 
because  the  greatest  portion  of  such  costs  represents  the  value  of  ser- 
vices provided  by  families  and  friends,  rather  than  those  provided  at 
public  expense. 

Now,  that's  very  profound,  that  early  in  the  study,  one  thing  that 
we  did  not  want  to  do  was  to  come  up  with  any  recommendations,  any  con- 
clusions of  any  kind  that  would  do  anything  to  tear  down  the  family- 
friend  network.  If  you  look  at  the  total  cost,  and  you  see  that  the 
family  and  friend  network  is  assuming  a  greater  portion  of  that  cost, 
then  GAO  was  not  going  to  recommend  that  you  come  up  with  a  program  to 
encourage  a  spouse,  a  daughter,  a  child,  to  institutionalize  mom  or 
pop,  and  let  the  government  take  care  of  them. 

Another  thing  we  found  was  there  is  a  point  on  the  impairment 
scale  when  home  health  services,  including  the  value  of  services  pro- 
vided by  families  and  friends,  equal  institutional  costs.  This  falls 
at  the  midpoint  of  the  greatly  impaired  group,  where,  for  the  group 
as   a  whole,    families   and    friends   are   providing   about   $287  per  month 
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for  every  $120  being  spent  by  the  agency.  About  10  percent  of  the 
^institutionalized  older  people  fall  in  the  area  above  the  break- 
even point.  However,  on  an  average,  it  would  still  cost  the  public 
more  to  institutionalize  these  people,  because  agencies  are  spending 
less  per  person  for  home  health  services  than  for  institutionalized 
care . 

Even  as  you  move  along  the  scale  of  impairment  level  to  the  right, 
families  and  friends  are  still  incurring  more  costs  than  public  agencies. 
Even  when  you  get  down  to  that  point  where  the  individuals  are  extremely 
or  greatly  impaired,  the  cost  to  maintain  them  out  of  an  institution,  the 
?rue  cost,  represented  by  family  and  friends,  is  still  greater  than 
agency  costs. 

Two  maior  differences  emerged  when  institutionalized  and  uninsti- 
tutionalized  people  were  compared.  One  is  the  level  of  impairment. 
Elderly  people  in  institutions  are  older  and  more  impaired  than  those  not 
in  institutions.  The  second  major  difference  is  a  person  s  living 
arrangement.  Fewer  institutionalized  people  had  a  spouse,  or  lived  with 
their  children  at  the  time  they  were  institutionalized. 

Knowing  these  two  major  differences,  the  status  of  the  noninstitu- 
tionalized  population  can  be  examined,  and  the  identification ,  of  these 
older  people  can  be  made.  Those  people  who  have  a  higher  probability  for 
institutionalization  can  be  identified.  These  people  will  be  the  31 
percent  of  the  3.7  million  greatly  or  extremely  impaired  who  live  alone. 
While  they  comprise  about  five  percent  of  the  noninst itut xonalized  older 
people,  66  percent  of  those  institutionalized  are  from  this  group. 

Now,  I  want  to  interject  here  that  we  have  a  continuous  longitudinal 
study  to  make  a  determination  as  to  how  many  of  the  people k_ that  were 
covered  in  the  1977  report  have  become  institutionalized  in  197 through 
1979.  Unfortunately,  that  study  has  not  been  completed,  but  it  should  be 
available  sometime  this  year. 

Second,  as  to  the  difference  in  coordinating  public  in-home  ser- 
vices,' we  found  that  home  health  and  other  home  delivery  services 
are  available  under  many  different  programs  The  agencies  adminis- 
tering these  programs,  through  regulations,  have  developed  different 
criteria  for  eligibility,  duration,  scope  of  coverage,  and  method  of 
reimbursement.  Because  of  these  varying  criteria,  effective  coordination 
seems  almost  impossible. 
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During  1976,  we  were  privileged  to  attend  one  of  HEW  interagency 
task  force  committee  meetings,  where  all  of  the  people  who  had  some- 
thing to  do  with  home  health  care  were  present.  And  at  that  conference, 
I  asked  how  does  one  go  about  coordinating  all  of  these  different 
programs  that  are  available,  all  the  Federal  programs  that  are  availa- 
ble? This  is  the  response.  At  an  HEW  task  force  meeting  on  home  health, 
the  members  of  the  task  force  generally  agreed  that  under  current  legis- 
lation, home  health  services  as  provided  by  various  agencies  defy  coor- 
dination . 

The  services  being  provided  to  the  elderly  are  not  accessible 
through  a  single  entry  point  that  would-  assess  the  individual's  entire 
need.  I  am  happy  to  tell  you  that  HEW's  demonstration  project,  Triage, 
is  being  conducted  out  of  Connecticut  and,  in  my  way  of  thinking,  moves 
more  in  this  area  than  any  other  report  or  project  that  I  have  seen 
at  this  point  in  time.  Triage,  does  have  a  single  entry  system  and 
it  is  assessing  the  well-being  status  of  the  individuals  from  one  point 
of  entry.  There's  a  nurse-clinician  who  looks  at  the  individual  when 
he  enters  the  program,  in  conjunction  with  a  social  worker,  and  they 
try  to  get  the   individual   to  the  services  that  that   individual  needs. 

It's  sort  of  inconceivable  to  think  that  a  person  who  is  65,  or 
70,  or  80  is  going  to  be  in  a  better  position  to  get  through  the  maze 
and  just  find  out  what  services  are  available  to  him.  We  had  an  extemely 
hard  time  just  trying  to  name  or  find  the  programs  that  were  really 
affecting  home  health  care. 

Older  persons  can  qualify  for  home  health  and  all  the  home  delivery 
services  under  various  Federal  programs.  Each  program  was  developed 
to  meet  a  specific  need.  The  principal  Federal  programs  providing 
home  services  are  Titles  XVIII,  XIX,  and  XX  of  the  Social  Security  Act, 
and  Titles  III  and  VII  of  the  Older  Americans  Act.  Each  program  is 
designed  to  provide  health  or  social  services  to  specific  population 
groups:  Medicare  for  the  aged  and  disabled;  Medicaid  for  the  poor  or 
public  assistance  recipients;  and  various  social  and  support  services 
under  Title  XX  of  the  Social  Security  Act;  and  Titles  III  and  VII  of  the 
Older  Americans  Act  with  emphasis  on  persons  with  lower  income. 

A  number  of  the  services  provided  are  similar  in  nature.  Although 
similar  to  each  other  and  to  the  support  services  provided  by  family 
and   friends,   the  eligibility  and  scope  of  the  covered  service  differ. 
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Some  States  have  made  an  effort  to  coordinate  home  health  services 
by  entering  into  interagency  and/or  intra-agency  agreements,  but  State  and 
local  officials  still  agree  that  there  is  a  lack  of  coordination  in 
providing  home  health  services  to  the  elderly. 

For  example,  in  Dade  County,  Florida,  where  some  coordination 
exists,  a  January  1977  study  of  home  health  related  and  supported  social 
services  by  the  Health  System  Agency  of  South  Florida  (a  nonprofit 
organization  authorized  by  the  National  Health  Planning  and  Resources 
Development  Act  of  1974)  concluded  that  better  coordination  was  needed. 
The  study  stated  that,  "There  is  no  unified  system  existing  locally  to 
provide  an  integrated,  comprehensive,  and  coordinated  package  of  health 
related  and  supportive  social  services  in  the  home." 

There  is  no  centralized  information  and  referral  system  for  home 
health  related  services.  The  categorically  needy  of  existing  programs 
receiving  services  in  the  home  result  in  a  fragmented  provision  of 
services  at  the  local  level.  The  lack  of  a  local  coordinated  mechanism 
among  providers  of  health  care  and  supportive  social  services  in  the 
home,  and  between  such  providers  and  other  providers  of  health  services 
create  community  problems,  Potential  community  resources  are  not  fully 
utilized.  If  you  had  better  coordination,  you  could  fully  utilize  all 
of  you  resources. 

In  our  report,  we  recommend  that  the  Secretary  of  HEW  develop 
a  national  policy,  to  be  considered  by  the  Congress,  which  would  consoli- 
date home  health  service — home  health  activities.  HEW  should  promote 
the  establishment  of  a  comprehensive  single  entry  system  by  which  indivi- 
duals are  assessed  as  to  their  needs  prior  to  placement  in  a  program. 
HEW  should  consider  the  services  that  are  currently  provided  under  Titles 
XVIII,  XIX  and  XX  of  the  Social  Security  Act,  and  III  and  VII  of  the 
Older  Americans  Act. 

The  report  itself  may  or  may  not  have  been  bleak,  but  that  was 
not  our  purpose.  Our  purpose  in  the  report  was  to  try  and  be  as  helpful 
as  possible  and  say  what  we  had  found  in  the  field.  That's  one  of  our 
major  objectives.  We  do  not  go  out  and  just  write  negatively.  We  try  to 
help  and  improve  the  system  as  we  see  it.    Thank  you. 
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My  friends  from  Region  III  tell  me,  knowing  me  so  well,  that  before 
I  start  getting  too  ascorbic,  that  if d  be  a  good  idea  if  I  told  a 
joke . 

The  folk  stories  are  very  useful,  and  I  have  a  folk  story  I'd  like 
to  tell  you.  I  don't  know  whether  you're  familiar  with  this  or  not,  but 
part  of  the  folklore  of  some  of  the  people  in  this  country  comes  out  of 
the  small  towns  of  eastern  Europe,  and  they  were  called  schteteles  . 
And  in  each  one  of  these  little  places,  they  usually  had  a  leader,  a 
Rabbi,  a  teacher,  and  the  populace  ascribed  to  him  all  sorts  of  remark- 
able things. 

The  particular  story  that  I'd  like  to  share  with  you  and  tell  you 
about  is  this  chap  who  was  considered  a  wonder-working  Rabbi  in  the  sense 
that  he  solved  practical  problems. 

To  him,  one  day,  came  a  woman,  very  upset,  and  she  said,  "Rabbi,  I 
really  don't  know  what  I'm  going  to  do.  My  husband's  family  all  moved  in 
on  me,  and  there  isn't  any  room."  The  Rabbi  thought  a  little  bit,  and 
said,  "Well,  I  tell  you  what  to  do.    Do  you  have  a  cow?  Yes. 

He  said,  "Well,  bring  the  cow  into  the  room."     So  she  did.  And  she 

was  back  the  next  week,  even  more  upset  than  before.     She  said.  What  am 

I  going  to  do  now?"  He  says,  "You  have  chickens?"  "Yes."  And  he  says, 
"Bring  the  chickens  into  the  house." 

She  came  back  again,  a  week  later,  of  course,  even  more  distraught, 
and  more  upset  with  that  alternative,  and  said  "What  else  can  I  do  now? 
I  just  can't  handle  it."  And  he  said,  "Do  you  have  a  sheep?"  "Yes  ,  she 
had  a  sheep.     "Bring  that  into  the  house." 

So  this  went  on  until  the  whole  farmyard  had  moved  into  the  house 
with  them.  She  came  back  distraught  and  ready  for  comprehensive  mental 
health,  and  so  forth,  and  said,  "I  just  can't  tolerate  the  situation  any 


more." 


The  Rabbi  said,  "Well,  that's  very  simple.  Take  all  the  animals  out 
of  the  house  now."  She  did  that,  and  she  cam  back  the  next ( day,  and  said 
"Rabbi,  you  really  are  a  wonder-worker.     It's  so  great  now. 

There's  a  certain  level  of  immorality  in  this  discussion  today. 
The  immorality  is  that  you  people  are  listening  to  material  which  is 
being  presented  as  new  material.    What's  new? 
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The  housing  program  they  talked  about  we  were  doing  back  in  '63,  the 
old  Title  IV  monies.     The  business  about  the  family  we  knew  also  about  in 
'63,   '64,  with  research  that  was  done  in  this  country  and  research  done 
in  England.    Somewhere  we  have  to  apply  ourselves.    The  immorality  is  that 
we  think  compassion  is  enough. 

God  save  me  from  do-gooders  at  the  highest  levels  of  government. 
Let's  have  some  competence.  You  have  enormous  responsibilities.  You 
don't  become  an  instant  gerontologist ,  or  an  instant  something-or-other , 
just  because  you  get  a  job.  You  have  a  responsibility  to  learn.  The 
material's  there,  and  the  knowledge  is  there. 

One  of  the  problems  we've  been  having,  I  think,  over  the  years 
with  Medicaid  is  the  grotesque  distinction  that  the  Feds  have  made 
between  medicine  and  health;  that  medicine  is  what  we'll  support,  and 
health  is  what  we  won't  support. 

As  a  matter  of  fact,  it  carries  right  through  to  the  Congress, 
who,  basically,  have  been  considering,  not  national  health  insurance,  but 
national  medical  insurance.  Medicare,  for  instance,  is  not  a  health 
program,  it's  a  medical  program. 

Actually,  medicine,  acute  care  medicine,  which  is  really  what  we're 
talking  about  when  we  talk  about  medicine,  is  out  of  phase.  The  hospi- 
tals in  the  United  States  are  totally  irrelevant.  That's  an  overstate- 
ment, but  it's  all  right.  I  stand  with  it.  They're  irrelevant  in  the 
sense  that  they're  acute  care  oriented,  treating  chronically  disabled 
people . 

In  a  sense,  it's  not  the  Federal  government's  fault,  either.  It's 
all  of  our  fault.  You  know,  it's  the  old  Pogo  piece:  We've  met  the 
enemy,  and  they  is  us.  It's  our  unwillingness  to  assume  responsibility 
for  ourselves,  and  therefore,  we  would  like  to  have  somebody  else  take 
over  the  responsibility.  I  haven't  heard  anybody  put  themselves  in  God's 
hands  in  an  awful  long  time.  I  sure  do  hear  them  putting  themselves  in 
the  doctors'  hands,  mostly  because  the  doctor  controls  technology,  and 
you   think  that's   a  miracle.      And   those   are  our   new  miracle  workers. 

The  problem  that  we  have  today  is  that  of  disability,  of  chronic 
disability;  not  of  chronic  disease,  but  the  disabilities  resulting 
therefrom.  I  have  a  chronic  disease.  Most  of  you  have  at  least  one, 
but  your ' re  doing  fine.  Hopefully,  I'm  doing  fine,  too.  I've  got 
about  four . 


„41- 


So  we  want  to  talk  about  disability,  not  disease.  Now  one  of  the 
problems  is  that  if  you're  going  to  give  services  and  support  to  disabled 
people,  that  basically  you  have  to  give  health  services,  because,  by 
definition,  we're  not  into  a  cure  routine.  We're  into  continuity  of 
care.  We're  giving  support,  of  which  medicine  is  important — let's  not 
throw  the  baby  out  with  the  bath  water— but  only  a  piece  of  the  picture. 
And,  therefore,  our  support  systems  and  our  support  legislation  have  to 
respond  to  that  kind  of  understanding. 

I  don't  have  to  tell  you  the  problem  of  relating  medicine  and 
health  services— the  different  payment  mechanisms,  the  organization,  the 
different  levels.  Interestingly  enough,  it's  a  universal  problem.  If 
I  took  you  to  Sweden,  you'd  be  very  much  at  home.  In  1968,  they  passed  a 
law  saying  that  the  health  and  the  medical  services  have  to  be  put 
together.  They're  still  working  on  a  demonstration  program,  up  at  the 
University  of  Uppsala.     It  hasn't  gotten  off  the  ground. 

The  1974  White  Paper,  in  Great  Britain,  dealt  with  trying  to 
pull  together  the  health  and  medical  system.  When  I  describe  health,  I'm 
talking  in  a  very  broad  sense.  And  what  the  British  did,  in  their  own 
inimitable  way,  was  "Okay,  we  won't  solve  the  problem  today,  but  we'll 
build  up  towards  that  solution  by  increasing  the  support  for  the  health 
services. " 

In  this  country  and  in  almost  every  country  of  the  world,  when 
you're  dealing  with  the  medical  system,  you're  dealing  essentially  with  a 
centrally  organized  system.  When  you're  talking  about  health  services, 
basically  you're  talking  about  provincial  systems,  county  systems,  State 
systems  all  over  the  world.  It's  one  of  the  peculiarities.  And,  as  you 
know,  it's  very  difficult  to  relate  one  to  the  other,  and  the  funding 
streams  are  different. 

Interestingly  enough  for  this  country,  in  the  1980's  it  isn't  XVIII, 
isn't  XIX,  isn't  rehab,  and  isn't  anything  else.  It's  the  Veterans 
Administration.  Sixty-something  percent  of  all  males  over  65  will  be 
elderly  veterans  in  1980,  and  eligible,  by  definition  of  the  veterans, 
for  services  right  across  the  board.  If  you're  looking  for  long  term 
support  services,  it's  probably  the  best  system  that  exists  in  this 
country  on  a  broad  scale. 

Short  of  that,  I  would  have  to  say  that  the  only  system  in  this 
country  which  seems  to  have  made  any  effort  is  not  the  Federal  system  of 
Medicaid,  God  knows  not  Medicare,  but  some  isolated  State  systems  that 
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have  taken  the  leadership.  Whether  it's  the  State  of  Washington  or 
Massachusetts—I've  been  meeting  with  them  for  the  last  couple  of  days, 
and  am  more  aware  of  what  they're  doing.  But  those  two  States,  for 
example,  are  way  ahead.  I  suspect  the  Federal  government  doesn't 
even  understand  what  they're  doing. 

So  we  do  have  a  health  system,  Right  now,  it's  restricted  to 
the  acute  care  medical  model.  Even  when  it  gets  involved  in  long  term 
care  and  long  term  supports,  it  turns  what  is  essentially  a  residential 
facility  into  a  medical  facility,  specifically,  nursing  homes. 

I  think  one  study  showed  that  there  was  about  a  minute  and  a  half  of 

medical   care,   on  an  average,   given  to  residents  in  nursing  homes.  I 

think,  in  nursing  care  it  was  maybe  expanded  a  little  bit.  It  went  to  10 
or  15  minutes  a  week. 

People  in  nursing  homes  are  residents.  They're  living  there.  It's 
not  a  medical  situation,  no  matter  how  much  the  Feds  and  the  States  will 
turn  it  into  that.  The  acute  care  model  for  the  elderly  is  essentially  a 
catastrophic  program  under  Medicare.  Medicare  is  nothing  but  a  catastro- 
phic program.  An  older  person  who  is  not  on  a  buy-in  has  to  basically 
spend  $200  in  ambulatory  care  before  he  recovers  a  nickel.  You  figure 
that  one  out.  When  you  figure  the  premium,  the  co-pay,  the  deductible, 
the  difference  between  the  usual  and  customary  fees,  that's  what  you'll 
come  up  with. 

And  yet,  22  percent  of  the  Medicare  dollar  is  expended  by  the 
elderly  in  the  process  of  dying.  Seventeen  percent  are  in  the  hospital, 
or  in  a  hospital  at  least  once  a  year,  and  25  percent  of  that  17  percent 
are  in  the  hospital  twice  a  year.  And  it  would  be  interesting  to  see  how 
appropriate  some  of  those  placements  are. 

We  spend  more  than  30  billions  of  dollars  and  the  GAO  people  pointed 
this  out,  in  public  and  private  monies  for  personal  medical  expenditures, 
thirty  billions.  On  the  other  hand,  for  health  services,  we  spend  about 
a  billion.  Thirty  to  one  ratio.  And  to  do  that,  we  take  XVIII,  XIX,  XX, 
and  vocational  rehab,  the  VA,  CMHR,  III,  VII,  and  IX  of  the  Older  Ameri- 
cans Act. 

The  need  of  the  disabled  is  basically  for  some  medical  services,  but 
far  more  paramount,  for  health  and  social  support  system  services.  When 
I  talk  about  the  disabled,  we're  really  talking  about  three  kinds  of 
people,  if  I  can  break  them  down  to  that  extent.    We're  talking  about  the 
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developmental^  disabled,  the  adult  developmental^  disbled.  And,  as 
you  know,  as  a  result  of  some  of  the  medical  interventions  people  with 
Down's  Syndrome  can  live  a  long  life  now.  Increasingly,  we^  going  to 
find  developmentally  disabled  people  needing  much  longer  supports, 
DarticularIyPas  their  parents  who've  been  taking  care  of  them  grow  old. 
Anv  of  you  who've  been  in  the  field  will  know,  on  a  one-to-one  delivery 
Sasis,  that  that's  one  of  the  most  poignant  situations  that  you  ever  come 
against . 

The  other  group  is  the  adults  who  became  disabled  through  trauma. 
Unfor  unately,  you  know,  every  time  we  have  long  weekend  of  some  sort, 
that  Ser  grows.  I'm  talking  about  the  spinal  injuries,  and  so  forth. 
And  there  are  some  bizarre  ones.  We  have  a  small  group,  in  Philadelphia, 
Cho  are  veterans  of  war.  Unfortunately,  the  war  is  called  gang  war. 
And  we  have  about  20,  22  young  men  now  who  have  a  spinal  separation  as 
the  result  of  either  a  knife  wound  or  a  gun  shot,  and  they're  going  to  be 
paralyze"  paraplegic,  for  the  rest  of  their  Uvea.  An  angry  group,  as 
you  can  tell.    And  what  do  you  do  about  that.' 

Then  finally,  we  have  the  older  people.  Now  as  you  heard,  moat 
older  oeoole  don't  need  you.  They've  done  very  well  in  life.  They  ve 
Raised  families,  they've  raised  children.    I  hope  we  don't  hear  the  word, 

you're  going  to  do  for  older  people.     I  hope  we  don  t  hear  wba 
you're  go  ng  to  do  for  anybody.     What  you're  going  to  do  with    or  what 
you're  going  to  help  with/that's  another  story.    But  I  hope  we  don't  get 
into  th's  management,  provider  oriented  mentality,  what  you're  going  to 
do  f o  r . 

Most  older  people  really  do  fine,  notwithstanding  our  crazy  systems. 

When  we  talk  about  older  people  in  our  house  we  "«er J£k  f*^ 
whether  they're  65  or  75,  or  85  or  90;  we  say  they're  a  good  65,  or 
f  bad  65,  o'r  a  good  85  o'r  a  bad  85.  From  an  epidemiological  point  of 
view  one  could  say  that  more  people  over  85  have  problems  and  it  s 
true  that,  for  example,  organic  brain  damage,  is  a  problem of  ttee  » 
85  rather  than  those  underneath.  Five  percent  of  people  oyer  65  are 
brain  damaged,  but  most  of  them  are  over  85.  Twenty  percent  of  those 
oeoole  over  85  have  some  significant  organic  brain  damage.  And  you 
can"  go  through  a  whole  series  of  disabilities  like  that,  continency, 
and  so  forth,  and  it's  usually  associated  with  an  older  group. 

The  average  age  in  a  nursing  home  is  82.     I  was  fascinated  in  the 
State  of  Washington's  day  care  program.     Taking  one  particular  program 
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out,  the  average  age  of  admission  to  the  day  care  program  was  76,  which 
tells  you  something. 

As  a  matter  of  fact,  in  a  project  that  I'm  doing  right  now,  which 
goes  a  little  bit  stronger,  geriatric  day  hospital  and  a  little  more 
intensive  services,  we  can't  tell  the  difference  between  the  two  popula- 
tions. Most  of  our  population's  in  wheelchairs,  almost  80  percent.  And 
so,  what  we're  really  concerned  about,  and  when  we're  talking  about  the 
population,  we're  talking  about  the  over  85s. 

Let  me  just  show  you  something  that  came  across  my  desk  last  week, 
which,  I  think,  has  some  surprises.  I  expected  some  of  it,  but  nothing 
in  the  degree  that  this  figure  represents,  in  terms  of  the  change  in 
population  between  1970  and  1977.     (See  Table  1.) 

You  can  see  the  changes  between  the  40s  and  64s  is  25  percent,  and 
so  forth.  But  when  you  look  down,  for  the  percentage  of  changes  within 
the  age  groups,  you  see  it's  2.1  from  the  40  to  65,  and  if  you  drop  your 
eye  all  the  way  down  to  the  85  and  over,  what  you  see  is,  in  seven  years, 
you  have  an  increase  of  almost  50  percent. 

If  we  continue  at  the  level  of  information  that  we  seem  to  be 
displaying,  I  would  have  to  tell  you  you  have  another  60s  on  your  hands, 
except  instead  of  the  population  problem  being  young  adolescents,  they're 
going  to  be  over  85,  because  this  is  what  we're  going  to  be  continuously 
walking    into.      Not    so   much   people   becoming   old,    but   becoming  older. 

We  talk  in  gerontology  about  the  young  old,  the  middle  aged  old,  and 
the  old  old.  And  this  is  the  old  old.  The  young  old  really  don't  need 
you  much.  The  middle  aged  old,  to  some  extent,  perhaps.  It's  the  old  old 
that  are  consuming  the  services  and  need  the  help,  and  who,  for  the  most 
part,  take  up  the  bulk  of  the  disabled.  For  them,  we  need  a  long  term 
support  system  of  some  sort. 

One  of  the  problems  you're  going  to  have  in  mounting  a  long  term 
support  system  is  with  providers.  This  is  not  an  attractive  population. 
They  get  creamed.  Senior  citizen  centers  cream;  doctors  cream;  nurses 
cream;  social  workers  cream;  public  agencies  always  cream.  You  take  the 
easy  ones  first.  You're  going  to  have  some  real  problems  about  developing 
a  long  term  support  system,  and  I  understand  that.  But  I  think  you  have 
no  options.     It  has  to  be  undertaken. 

If  we're  going  to  talk  about  a  long  term  support  system,  the  first 
thing  you  have  to  do  about  any  kind  of  a  system  is  to  be  clear  about 
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your  goals.  One  of  the  most  difficult  things  to  do  as  a  bureaucrat  is  to 
feel  comfortable  thinking.  You'd  much  rather  do.  It's  easier  to  answer 
the  phone,  it's  easier  to  run  around  and  look  active.  You're  more 
accountable,  you  feel  better,  in  your  own  super  ego,  in  your  own  con- 
science, for  all  these  reasons.  I  always  found  it  very  difficult  to 
put  my  feet  up  on  the  desk  and  to  think.  And  I  had,  at  that  time, 
responsibility  for  a  tremendous  number  of  services,  hospitals,  and  so 
forth.  I  always  worried  somebody  would  walk  by  and  see  me  with  my  feet 
on  the  desk  thinking.  One  of  the  first  things  that  you  do  when  you  think 
is  say,  "What  for?"  The  activity  isn't  the  solution;  you  have  to  ask  the 
right  guestion.  And  the  what  for  is  to  assure  a  system  which  has  as  its 
goal  the  maximum  level  of  possible  functioning,  through  prevention, 
modification,  amelioration,  and  maintenance  of  the  chronically  disabled. 

Before  we  go  into  a  system,  let's  be  sure  that  we  destroy  the 
myths.  I  don't  think  it's  possible,  having  heard  what  I've  heard  already 
today,  but  I'm  going  to  try. 

There  are  no  either-or  solutions,  no  matter  what  your  program  tells 
you.  The  next  Fed  that  gets  up  and  talks  about  alternatives,  I  tell  you, 
we  ought  to  do  something  about  it.  There  are  no  alternatives.  That's 
nonsense.  I've  got  a  catheter  and  a  colostomy  in  me,  and  I'm  severely 
organically  brain  damaged,  and  God  knows  what  else,  and  you're  talking  to 
me  about  alternatives?  Let's,  instead,  talk  about  a  system,  with  a  whole 
series  of  services,  and  each  service  appropriate  at  a  particular  time. 
That's  not  alternatives.  That's  a  series  of  options.  And  if  you  will 
allow  me  to  dream,  it's  the  choice  of  the  individual  and  his  family,  not 
yours.  All  of  us  in  gerontology  are  so  worn  out,  we  don't  even  put  on 
our  programs  any  more. 

Families  don't  dump.  And  we  didn't  need  GAO  to  tell  us  that.  If 
GAO  had  looked  at  the  national  health  statistics  study  of  nursing  homes 
in  1970  they  would  have  known  that.  And  if  anybody  had  bothered  to  look 
at  the  literature  going  back  to  '63;  my  wife  wrote  that  up  in  '63, 
Townsend  and  England  wrote  it  up  in  '64,  Shanas  wrote  it  up  in  '66;  I  can 
cite  you  over  and  over  again;  families  don't  dump.  That's  a  monstrous 
calumny.  Anybody  who  thinks  that  ought  to  go  back  to  their  psychia- 
trist and  have  their  head  looked  into,  and  see  where  you  got  that  one 
from.  If  families  don't  dump,  the  corollary  is  obviously  true,  isn't 
it?  They  care.  Families  care.  They  tear  themselves  apart.  And 
after   they    tear    themselves    apart,    perhaps,    then    you   have    a  problem. 
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Let  me  give  you  my  third  one,  and  I'll  come  back  to  that  family 
thing  in  a  minute"  No'one  service  is  a  panacea.  We're  on  a  new  kick 
now:  home  health  care.    That's  the  panacea. 

When  I  broke  into  this  business,  1939,  it  was  public  housing. 
Public  housing  was  going  to  solve  the ^robl^s of   i e«  deU, 

toepaP  a^r  o  gLT  fcalWt  Th™ Crl'il  search9.  At  one 
time  we  were  an  goinPg  to  be  junior  therapists.  At  one  time,  we  were 
all  going  to  be  model  city  planners.  At  another  time  we  were  going  to 
do  something  else.  And  the  miracle  of  all  time:  home  health  care.  Two 
hours  a  day  is  somehow  equated  to  24  hours  a  day  and  seven  days  a  week. 

For  goodness  sake,  there  is  no  panacea.  There  are  many  services,  of 
which  home  health  care  is  one,  and  a  very  important  on^  But  it  s  not 
a  panacea,  any  more  than  a  hospital  is,  even  though  that  s  really  r.ne 
cXdral  of  "today.  My  students  tell  me  that  the  emergency  room  is 
really  the  chapel;  it's  always  open. 

I'm  glad  that  the  GAO  people  laid  that  one  to  rest.    Some  fellow  up 
in  Boston  got  an  idea  that  institutional  care  was  cheaper  than  community 
care      GAO  has  finally  put  that  to  rest,  although  a  lot  of  the  rest  of  us 
have'been  saying  that  for  a  while,  that  institutional  care  is  not  cheaper 
Need  is  really  based  on  disability  in  terms  of  intensity.     I  would  like 
modify,  because  we're  going  beyond  the  GAO  report  in  our  own  work,  nd 
I  would  argue  with  them,  I  think,  with  hard  stuff,  that  it  isn  t  only  tne 
level   of  intensity,   but   the  nature  of  intensity.      In  other  words,  you 
have  t consider  disability  in  terms  of  intensity  and  the  nature  of  it. 
?ncont^^cy,  organic  brain  syndrome,  certain  kinds  of  strokes  where  you 
have  paralysis,   have  different  qualities  to  them,   in  terms  of  the  need 
for  care i  and  the  kind  of  care.     So  I  think  you  have  to  look  at  both  of 
those:  intensity  and  the  nature  of  the  disability. 

The  other  thing   you  have  to  look  at   is  living  arrangements.  Not 
like  New  York  State' where  you  get  points.     If  you're  blind  in  one  eye 
ou  get  one  point;  if  you're  blind  in  the  other  eye,  ygr  get  two  po^ts 
That  Qualifies  you  for  services  in  some  peculiar  way.     You  have  to 

o    qatathfeietotyal  human  being;  how's  he  functioning?     And  are  yo 
you  going  to  take  off  my  arm  and  give  me  a  point?     I  think  you  have  to 
look  at  the  level  of  functioning,  the  intensity  of  disability,  and  the 
kind  of  disability  you  have. 
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Let  me  just  show  you  one  little  thing  that  we  did  that  might  help 
you  a  little  in  getting  some  idea  of  this  business. 

This  was  a  study  that  we  did,  looking  at  people  in  the  community 
who  were  receiving  home  health  aid  services,  and  people  in  nursing  homes, 
and  people  in  a  public  nursing  home.  (See  Table  2.)  If  you  take  the 
severely  and  the  totally  impaired,  that's  32;  and  you  take  the  figure  in 
the  last  column,  where  they're  receiving  home  health  aid,  you'll  see  the 
figure's  almost  the  same.  What  you  get  the  sense  of  is  that  the  people 
in  the  private  nursing  home  and  the  people  in  the  community  are  hardly 
distinguishable,  at  least  at  the  very  serious  level.  The  other  interes- 
ting thing  that  we're  confirming  now  is  that  the  private  SNFs  do  much 
more  about  screening  than  the  public  SNFs. 

Take  a  look  at  the  relationship  of  their  living  arrangements. 
(See  Table  3.)  If  you're  never  married,  the  likelihood  of  your  being  in 
a  nursing  home  is  almost  three  times  that  of  being  in  a  community.  To 
the  extent  that  you're  never  married,  to  the  extent  that  you're  separ- 
ated, to  the  extent  that  you're  divorced,  to  the  extent  that  you're 
widowed;  if  you're  married,  you're  likely  to  be  in  the  community,  and 
less  likely  to  be  in  a  nursing  home. 

So  that  the  variable  is  not  what  your  disability  is;  your  variable, 
basically,  is  what  your  support  system  is.  The  living  arrangement  is  a 
very  critical  consideration.  If  you  consider  need,  you  have  to  think 
about  the  disability,  and  you  have  to  think  about  the  living  arrange- 
ment. The  living  arrangement  situation  falls  into  two  pieces.  For  those 
people  who  do  have  a  living  arrangement,  a  family  support  of  some  sort, 
we  found  that  20  percent  were  taken  care  of  by  spouses,  and  basically 
that  means  women  taking  care  of  men.  When  I  testified  before  Pepper's 
select  committee,  they  were  talking  about  the  alternative  to  nursing 
homes,  and  I  suggested  to  them  that  was  a  red  herring.  I  said,  "The  real 
alternatives,  gentlemen,  if  you're  really  thinking  about  it,  are  daugh- 
ters and  daughters-in-law;  that's  the  bulk."  Interestingly  enough,  about 
14  percent  are  being  cared  for  by  siblings. 

The  largest  provider  of  care  is  not  the  doctor,  not  the  social 
worker,  none  of  us,  but  the  family. 

Eighty  percent  of  home  health  care  in  the  United  States  is  given 
by  families  for  the  older  adult,  according  to  five  or  six  year  old 
Federal    figures.      What   you   also   have   to   understand   is   that    if  we're 
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TABLE  2 


"Distribution  of  FDS  Scores  for  Institutional  Residents  and 
Community  Clients 


Levels  of  Physical 

Impairment  Facilities 


HHA  Pvt  SNF      Pub  SNF 


Moderately 
impaired 
(8  -  11) 

58.1 

35.5 

6.9 

Seriously 
impaired 
(12  -  15) 

7.0 

32.3 

28.7 

Severely 
impaired 
(16  -  19) 

25.6 

24.3 

46.6 

Totally 
impaired 
(20  +  ) 

9.3 

8.0 

17.8 

from  Brody,  S.J.,  Poulschock,  S.W.,  Masciocchi,  C.F.     "The  Family 

Caring  Unit:  „ 
A  major  consideration  in  the  Long-term  Support  System  ,  paper 
presented  at  1977  Gerontological  Society  Annual  Meeting  in 
San  Francisco. 
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TABLE  3 


Frequency  Distribution:    Marital  Status  of  Total 
Number  of  Private  SNF  Residents,  Private  SNF 
Residents  Scoring  8  -  11  on  the  FDS,  Total  HHA 
Clients  Scoring  16+  on  FDS 


(Percentage) 

Total  Private  SNF 

Total  HHA     HHA  FDS  =  1 6+      Private  SNF      FDS  =  8-1 1 


Never  Married 

17.4 

20.0 

42.9 

54.5 

Married 

19.6 

20.0 

4.8 

0.0 

Separated 

2.2 

0.0 

0.0 

0.0 

Divorced 

2.2 

6.7 

4.8 

4.5 

Widowed 

58.7 

53.3 

47.6 

40.9 

from  Brody,  S.J.,  Poulshock,  S.W.,  Masciocchi,  C.F.  "The  Family 
Caring  Unit: 

A  major  consideration  in  the  Long-term  Support  System" ,  paper 
presented  at  1977  Gerontological  Society  Annual  Meeting  in 
San  Francisco. 
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talking  about  a  population  with  the  average  age  around  85  or  so,  how  old 
are  the  children? 

You  have  to  consider  the  aging  process  in  terms  of  the  aging  family; 
that  the  older  people  who  need  support  have  to  get  support  from  their 
60-year  old  children  (the  early  aged)  to  the  young  aged  (55).  Then 
there's  the  so-called  "empty  nest".  It's  not  an  empty  nest  at  all. 
Newgarten's  comment  on  that  is  baloney.     The  minute  your  kids  leave  the 

generation  before  you  moves  in.     If  I  took  a  handpnV^ti^  /jufer 
we'd  find  a  majority  of  members  of  three  or  four  generational  families. 
There  was  a  day  that  would  be  the  first  page  of  the  Dallas  paper      It  s 
common  today,  "four   generational   families.      So  that   this  ^ne-tion  o 
from  55  to  65-has  got  it  both  ways;  supports  at  both  ends.    So  you  have 
to  support  the  family.    None  of  our  systems  do  it,  except  the  VA  system 
Medicaid  never  even  considers.    You  consider  one  eye  or  two  eyes,  but  you 
don't  consider  the  family.    The  second  thing  that  you  have  to  consider  is 
that  where  there  is  no  family,  there  has  to  be  a  surrogate  family,  and 
the  surrogate  family  is  not  the  nursing  home. 

There  are  all  kinds  of  surrogate  family  arrangements.  You  people 
have  pioneered  it.  You  ought  to  explain  it  to  the  Feds  sometimes 
You're  talking  about  foster  care,  group  homes,  domiciliary  care,  personal 
care  homes,  'don't  care  what  you  call  it  Many  of  your  States  already 
are  supporting  programs  like  this  (not  through  Title  XIX),  but  through 
SSI  and  State  supplements. 

What  I'm  talking  about  is  not  pie  in  the  sky.  Let  me  show  you  an 
Americanized  version  of  something  that's  in  place  right  now  (See  Ta^ 
4  )  This  is  a  model  of  services  to  the  elderly  in  Scotland.  It  s  the 
on  v  country  of  which  I'm  aware  that's  doing  anything  of  this  sort  on 
this  kind  oT  scale.  But  if  you  go  to  Edinburgh  you'll  find  a  ca  chmen 
area  and  the  professor  of  geriatric  medicine  sits  astride  this  ^tchment 
area  and  he  gives  services.     If  a  family  calls  and  he  ^ J^*' 

he  would  prescribe,  as  a  physician,  respite  care.  When  he  said  this,  at 
ganTrounPSseatr  my' scientific  hospital  and  medical  school  everybody  ad 
the  vapors.  When  he  said  that,  all  my  colleagues  around  me  said,  What  s 
that?"    I'm  sure  half  of  you  are  saying  that,  too. 


you're  seeing  there  is  a  whole  series  of  services  in  a  system. 
You're  seeing  day  hospital,  acute  care  beds  geriatric  ^se/s;eean1tth 
chronic  hospital,  and  nursing  home  beds.  You're  looking  at  a  hea 1th 
center,  sheltered  housing,  old  age  homes  for  the  physics lly  fr il  and  he 
mentally    frail,    home    care    in    the   patient's   home,    homemaker,    and  the 
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TABLE  4 


Social  service 
(homemaher) 


1 


Home 

Patient's  home 

Preventive  (public 

health  can 

■ 

health  nurse) 

Physically  trail 
2.5  per  1000 


Mentally  frail 
5  per  1000 


Specialist 


Old  age  homes 


50  units  per  1000 


Health  center 
(primary  cart) 


Sheltered  housing 


Geriatric 
specialist 


Day  hospital 


Acute  beds 


18  per 
1000 
elderly 


Chronic  hospital 

Nursing  home  beds 
(some  attached  to 
geriatric  assessment 
unit  and  some 
scattered  Is 
community) 


Geriatric 

assessment  and 

psvehiat/ie 

5  to  8  per  1000 

Fig.  I.  Model  of  services  to  the  elderly  in  Scotland,  1974.  (Adapted  from  the  writings  of  Dr. 
Ferguson  Anderson  with  terminology  changed  to  reflect  American  usage  (27)) 


915 


Source:     SCIENCE,  Vol.  200,  No.  k3hk,  26  May  1978,  p.  915. 
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public  health  nurse.     That's  what  the  Scottish  system  looks  like  right 
,  and  it's  working.    And  the  services  are  given  to  the  family. 


now 


If  you  get  some  sense  of  that,  there's  a  study  in  Massachusetts, 
that  was  "just  done  about  a  year  or  so  ago  They  * 
rate  from  a  hospital  and  where  they  went  to.  Initially,  I  think  73 
percent  of  the  older  patients  went  home  and  on  their  second  visit  to 
the  hospital,  38  percent  went  home.  One  could  speculate  on  that  and  say, 
"Well  hey  must  have  been  more  disabled",  and  they  probably  were.  On 
the  other  hand,  I  would  also  speculate  with  you  that  the  family  gave  up. 
There  were  no  supports. 

A  very  dear  friend  of  mine,  one  of  the  great  gerontologists  of 
all  times,  just  died  a  couple  of  weeks  ago.  He  was  in  the  hospital  with 
terminal  OA  after  10  years  of  multiple  heart  attacks.  His  wife  was 
tnexe  an th hospital"  was  saying,  "Well,  maybe  he  ought  to  go  home." 
You  look  at  them  as  if  they're  crazy  because  the  wife  is  Bitting  there 
with  a  pacer  in  her  heart.  How  was  she  going  to  take  care  of  bo 
dead  weight  of  about  150  to  160  pounds?  That's  the  kind  of  problem  that 
vou  have  to  look  at,  as  a  family.  Because,  on  the  one  hand  somebody 
Yc  uld  go  home  but  who's  going  to  take  care  of  them?  The  arthritic  wife 
The  daughter  who  has  this  kind  of  problem,  or  maybe  working?  Who  s  going 
The  daughter  ^  They're   very   significant  now,  women's 

salaries  in  terms  If  the  family  income.  The  family  couldn't  survive 
without  them,  for  the  most  part. 

What  I've  gotten  for  you  is  what  a  system  might  look  like  what  an 
array  of  services  might  look  like  within  a  system  (Se e  Table  5J  I 
hate  that  word,  "management".  I've  tried  to  dull  it  by  calling  it 
"shared  management".     But  where  do  people  come  to,  going  into  a  system? 

Interestingly  enough,  the  police  system  is  P^^lV  the  biggest 
social  aqency  in  the  United  States.  They  do  most  of  the  case  finding. 
Wi^  aU  your  outreach  services,  and  so  forth,  the  police  do  the  most. 

Half  of  the  intake  into  skilled  nursing  facilities  come  from  hospi- 
tals Mostly  because  the  hospital  goes  through  something  called  dis- 
charge planning".  Discharge  planning  is  really  translated  into  getting 
somebody  out  fast  when  the  UR  committee's  breathing  down  your  neck 
What  happens  to  that  person  and  to  his  family  really  doesn^ t  make  too 
much  difference  as  long  as  the  hospital  isn't  stuck  with  the  bill. 
Nobod else  seems  to  care  either.  At  that  point  in  time,  the  family  and 
the  /ndtvTdual  are  ill-prepared  to  sit  down  thoughtfully  and  make  a 
rational  decision. 
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TABLE  5 


LONG-TERM  SUPPORT  SYSTEM 


REFERRAL  SOURCE 


ARRAY  OF  SERVICES 


Police 


Social  Agency 


Hospital 


Adult  Protective 
Service 


Family 
Individual 
Attorney 
Physician 
Visiting  Nurse 


Skilled  Nursing 
Facility 


Public  Welfare 


INTAKE, 
MONITORING 


M 
a 

S  n 
h  a 
a  g 
r  e 
e  m 
d  e 
n 
t 

Unit 


A 
s 
s 
e 
s 
s 
m 
e 
n 
t 

I/P 

0/P 


<- 


Most 
Restrictive 


—Housing 


Family  or 
Living 
Arrangement 


•Spouse 
•Children 
•Siblings 
■Friends 


Singles 


•Never  Married  ' 

•Widowed 

•No  Children 
•Children  not 
Available 


—State  Mental  Hospital 

—Acute  Care  General  Hospital 

Chronic  Care  Hospital 

Skilled  Nursing  Facility 

—Intermediate  Care  Facility 

—Group  Home 

—  Personal  Care  Home 

—Foster  Home 

—Domiciliary  Care  Home 

Boarding  Home 

—Congregate  Care  Home 
•with  meals 
•with  social  services 
•with  medical  services 
•with  housekeeping 

—Retirement  Villages 
•with  life  care 
•with  services 


Source:  S.B.  9/14/78 


Least 
Restrictive 


—Geriatric  Day  Hospital 
—Day  Care 

—Community  Mental  Health 
—Geriatric  Medical  Services 

Visiting  Nurse 
— Homemaker 
— Home  Health  Aide 
—Chore  Services 
— Meals-on-Wheels 
Congregate  Keals 
Protective  Services 
—Senior  Citizen  Center 
—  Sheltered  Workshop 
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If  the  Federal  government  wanted  to  *-«^t" 
worrying  about  per  diem,  they  would  say  tc ,  the  hosp    al       You  «t 
a  community  intake  program,  instea I  o    a  ^hf  f  ^,v|  been  abie  to  cut 

^a^Xn^Snf  r^  ESS-  says.'  The  problem 
is  utilization. 

.  lq  fomiiv    thp  individual  himself,  his 
Adult  protective  services,  the  fjily,  the _  indi  ^ 

attorney,  the  P^an  (so- times) .  *  »»«t^  are'all  in  this 

SNF  (sometimes),  public  «elfare  a9%  ^  e   to  be  in  a  single  place. 

system,   a  triage.      The  triage  aoesn  c  do 

That's  what  that  shared  management  means  It .  means tha .  yo 

for,  you  do  with    and  you  provide  ^^^to  pursing  home", 

discharged  from  a  hospital,     wen,  yuu 

and  that's  the  only  option  you  give  them. 

Then  we're  talking  about  assessment    both  on  -  i"Pat lent  and 
an  outpatient  basis.  l0u  do  fo     atLs'n"  into  nursing 

ment  isn't  the  paper  Tre"e"%^ J°tUho^an(Js  who've  gone  through  that 
homes,  that  nonsense.    I  speak  for  tne^tnous a,  y   person's  been 

system  with  the  phony  bureaucrat  sprint  saying 

screened.  If  I  speak  from  anger  ape ak  fr  m  re assessments 
there  who've  been  abused  by  the  system,    wnac  y  is  not 

is  that  as  you  treat  the  situation  change^ -^^^^  that's 
organically  brain  damaged.     He  s  Just  ™"i  r  window. 

all.  You  feed  him  up  for  a  »ffk'X  a  proper  dTagnosis  on  a  diabetic 
ffi'  Tht.0reycWonfuse1?  ^"aigS -t  thlir  system,  and  that 
confusion  goes. 

.  t-n  Philadelphia  State  Hospital,  County 

I'm  going  back  again    to  196^  PhlladeiP       We  took  all  the  people 
Board  of  Assistance.     That  s  before .  litie  ai  week  to  a 

over  65  and  put  them  into  an  inpatient  unit  for  eit  Q 
month.  Where  they  had  been  going  to  the  F\VteL  percent  died,  but  the 
percent,  we  now  reduced  it  by  85  Percent      ^^^a8aea^  and 

SPOOLS?  ^k*  indent  ion,  'some   good   activity   intervenes,  good 
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rehab,  OT,  and  you'll  do  miracles.  Assessment  can  be  done  on  an  inpa- 
tient as  much  as  an  outpatient  basis,  and  on  a  continuing  basis,  not 
a  one-shot  deal. 

When  we're  talking  about  a  system  in  terms  of  the  continuity  of 
care,  people  move  in  and  out  of  this  system.  Somebody  made  the  point 
that  the  utilization  of  intensive  care  for  a  short  period  of  time  is  alo 
important.  It  may  well  be  that  they'll  need  that  intensive  care  again 
two  years  later.  So  when  we're  talking  about  continuity  of  care,  we're 
also  talking  about  the  continuity  of  non-care.  Just  so  it's  available 
and  always  on  tap  and  accessible. 

You'll  notice  I  have  two  lines  there,  one  going  in  with  the  family, 
and  the  other  going  in  with  singles,  because  you've  got  two  different 
situations  and  two  different  kinds  of  support  needs.  Under  the  family 
living  arrangements,  I've  tacked  out  the  figures  I  gave  you  before. 
Under  the  singles,  I've  described  that  population.  The  likelihood  of 
singles  to  go  into  a  nursing  home  is  increasingly  higher  than  that  of  a 
person  with  a  family. 

When  my  kids  moved  out  to  the  West  Coast,  about  a  year  or  two  ago, 
(they  both  got  married,  virtually  simultaneously,)  my  wife  and  I  said, 
"Well,  by  golly,  the  likelihood  of  our  going  to  a  nursing  home  has  now 
gone  up  15  percent" — in  terms  of  available  supports. 

Take  a  look  at  the  array  of  services.  Home  health  aid  is  there, 
homemaker  is  there,  but  so  are  a  lot  of  other  services.  Talk  to  Massa- 
chusetts, talk  to  Washington,  about  day  care  just  beginning  with  some 
terrific  results  under  III,  XIX,  and  XX.  I  think  Massachusetts  is  solely 
XIX,  whatever  the  array  of  supports.  And,  interestingly  enough,  one  is 
under  a  division  of  elderly  affairs,  and  the  other  one  in  a  general  kind 
of  program,  a  human  service  program.  Both  have  the  same  elements  and  the 
same  kinds  of  services. 

Housing  is  probably  the  most  important  service  you  can  give  in 
support  in  a  State.  That's  why  the  SSI  supplement  is  so  terribly  impor- 
tant and  the  housing  program  is  so  terribly  important.  Because  housing 
is  where  it's  at.  That's  the  key  variable,  with  some  services  and 
support  built  into  it.  Either  normative  housing,  in  terms  of  family 
living  arrangements,  or  in  terms  of  these  other  arrangements  that  we 
have  there. 
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nf  ,he  thinqs  you're  going  to  see  increasingly 
are  &  ^tiSnt^m^r  TcU  TOst  older  people  are  retrrrng 
with  significantly  more  assets. 

My  wife  and  I,   if  we  retire  to»rroj -  on ,  -Id  get  almost 

$12,00U  tax-free     plus  „y  ******  51*.  V?™^^      plus  her 
that    I've    earned   with   my  univerbiuy, 
pension . 

But   one-tnrrd   of  older   people wHe „  h^PJ-^ 

nnnd       Their  house   is  worth  $5U,uuu,  su 
buying  into  a  retire.ent  village  is  enormous. 

.     „  fh_  lief  of  community  mental  health 
All  right,   I've  gone  down  the  list  or  co  J  services, 

services,  visiting  nurse%^r^tW  ^rvice;,  senior  citizen 
meals  on  wheels,   congregate  ^    >     rote  ti  restrictiVe.      This  is 

services,    and   sheltered   workshops  to .   the   1^  huncning  on  one 

the  kind  of  a  thing  you  should  be  buildi ng  to w       ,  ^  care  when 

of  these  services. 

States   ean  offer   leaders^  no Mj^ 

^:Sa' i^ln/rfi^n  ^laaJTo  yetrs.     Stayer  thinking  oeen  done 

has  been  done  in  the  Congress. 

you  have   a  tremendous   -spon.ibility  need  to  ^Ue  Readership 

in  developing  this  kind  of  an  array  of  series  fl   f(jr  tnis, 

bility   to   make    a  major    input    into   the   Plan      g  is  planninq 

and  the  health  systems  agency.      The  health  sy  ^  ^  ^ 

your  program.      You  can  go  stand  on  your  hea  y  attention, 

skilled  nursing  facilities  like  crazy,  y° 
And  that's  what's  happening,  by  the  way. 

fhinn  that   we've  done  in  taking  a  look 

Let   me   just  show  you  something  that   «  ve  of  lopg  term 

at  H5A  programs  and  what  they  re  thinking  ot  ^   .f  ^ 

care  systems.     We've  coded  this.      (See   l abi >      >  real  methodology 

objective  were  expressed  quantitatively  ^and  there  w  objectives  ex- 

for  prediction  of  need     that  was  a  one       And  happens 

?ri^^^^  the  — 40  plans' 
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and  it's  all  the  same.  You  notice  where  all  the  number  4  is  coming, 
and  where  all  the  hard  planning  is  going.  Respite  care,  rehabilita- 
tion services  don't  exist;  boarding  homes,  domiciliary  personal  care, 
a  little  bit  of  activity  there;  foster  care,  conversation;  transporta- 
tion, who  worries  about  that;  adult  day  care,  a  mixed  bag,  but  mostly 
conversation;  day  hospital,  just  a  comment;  home  health  care,  a  little 
more  activity;  chore  services,  conversation;  meals  on  wheels,  com- 
panions, conversation;  linkages,  continuity  of  care,  pure  gas  Now 
that's  the  reality.  But  the  reality  of  that  is,  you  see,  is  if  they 
keep  on  going  that  way,  we're  in  real  trouble,  and  you're  in  real  trou- 
ble. 

The  1  200,000  SNF  beds  we  have  today,  tomorrow  are  going  to  be 
doubled.  When  they  do  that  you're  not  ging  to  have  another  place  to 
put  your  Medicare  and  Medicaid  buck.  It  will  be  eaten  up  just  like 
acute  care  money  was  eaten  up  by  hospitals. 

You  have  a  responsibility  of  sticking  your  nose  into  that  whole 
HSA  thing  and  saying  to  them,  "What  are  you  doing  about  long  term  support 
systems?  Are  you  looking  at  that  entire  array  of  services?  Are  you 
using  the  terms  and  the  regs  of  clinical  services,  personal  care,  pre- 
ventive services,  and  others,  either  by  themselves  or  in  consort  with 
other  programs?"    State  systems  can  really  give  leadership. 

Let  me  remind  you  of  an  old  State  bureaucratic  adage:  permission 
is  impossible;  forgiveness  is  easy.  The  old  hands  know  what  I  m  talking 
about . 

Services  are  being  given  right  now  by  the  Medicaid  program  and 
allied  services  which  virtually  cover  that  whole  array.  No  place  has 
a  single,  whole  package,  but  pieces  developing  here  and  there.  That  s 
the  way  you're  going  to  forge  a  real  health  system.  We're  moving 
to  a  total  program  for  the  disabled  without  regard  to  their  category, 
aged  and  so  forth.  I  think  you're  going  to  see  vocational  rehab,  CMHR, 
ADA,  Title  XIX,  and  housing  all  based  in  a  single  catchment  area  like  the 
Scottish  system,  with  a  full  array  of  services. 

I  hoping  that  when  we  do  this,  we  don't  do  it  in  a  fantasy  world 
where  we  deinstitutionalize  by  discharging  into  alternative  care. 
Rather,  we  will  provide  the  right  options  for  the  choice  by  families 
and  the  individual  at  the  right  time,  for  the  right  place  and succes- 
sively, in  a  continuum  of  care,  around  a  whole  series  of  in  and  outs, 
offering  a  holistic  system  along  these  lines. 
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Since  I  started  with  a  parable,  let  me  end  with  one.  Let  me  give 
due  credit  to  John  Diaz,  who  tells  me  about  his  going  into  the  room  where 
his  son  is,  and  seeing  his  son  on  the  flooor,  drawing,  he  said  to  his 
son,  "What  are  you  doing?"  And  the  son  said,  "I'm  drawing  God." 
John  says,  "How  could  you  do  that?  Nobody  knows  who  God  is."  And  his 
son  looked  at  him  and  said,  "Well,  when  I  get  done,  they'll  know." 

Well,  I  hope  that  you  might  have  some  sense  of  what  a  long-term 
support  system  looks  like.     Thank  you  very  much. 
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JACK  KNOWLTON:  State  Senator  Tarry  Lombardi ,  who  was  to  have 
been  here  to  discuss  this  program  with  you  today,  was  detained  by 
budget  matters  in  Albany.  He  sends  his  regrets.  Senator  Lombardi, 
as  you  may  know,  sponsored  the  legislation  for  this  program.  The  Commis- 
sioner of  Health  is  empowered  to  authorize  a  certified  home  health 
agency,  or  a  public  or  voluntary  non-profit  hospital  or  residential 
health  care  facility  to  provide  a  long  term  home  health  care  program  to 
Medicaid  eligible  persons  who  otherwise  would  require  placement  in  a 
residential  health  care  facility.  The  care  would  be  provided  in  the 
person's  own  home  or  the  home  of  a  responsible  relative  or  other  respon- 
sible adult. 

Potential  providers  have  to  make  a  request  to  the  Commissioner  of 
Health,  outlining  a  plan  that  they  would  provide,  request  a  given  number 
of  slots  that  they  would  be  serving.  Once  this  goes  to  the  Commissioner 
of  Health,  if  he  approves,  it  has  to  go  to  the  State  Hospital  Review  and 
Planning  Council.  So,  the  full  Certificate  of  Need  process  is  involved 
in  the  establishment  of  the  programs. 

We  have  58  Social  Services  Districts  in  New  York  State  and  that 
includes  five  counties  and  New  York  City.  Now,  we  don't  anticipate  that 
early  on  there  is  going  to  be  Statewide  coverage  of  these  programs.  We 
are  going  to  attempt  to  move  forward  slowly  to  try  and  establish  programs 
in  urban  areas,  rural  areas  and  counties  that  have  medium-sized  cities, 
so  we  can  really  get  an  idea  of  what  kinds  of  populations  can  best  be 
served,   what   problems  may   arise   in   the  different  areas,   and  so  forth. 

Once  the  program  is  established  in  a  county,  the  local  Social 
Services  District  is  required  to  notify  any  Medicaid  patient  who  wants 
to  enter  the  long  term  care  system.  If  they  are  in  a  hospital  and 
the  discharge  planner  is  attempting  to  find  institutional  placement, 
there  is  a  notice  requirement  that  they  be  informed  there  is  a  long  term 
home  health  care  program  in  that  community.  The  patient  is  given  the 
opportunity  to  say  if  he  does  want  to  be  assessed  to  determine  if  he 
qualifies  medically  and  socially  for  the  program.     He  has  that  option. 

So,  if  a  patient  does  respond  in  the  affirmative,  there  is  a  medical 
assessment  done  initially.  We  have  a  Statewide  assessment  instrument, 
DMS-1  Form,  in  New  York,  and  in  order  for  a  patient  to  qualify  for 
the  program,  he  has  to  score  higher  on  that  instrument  than  he  would 
otherwise  have  to  to  go  into  a  skilled  nursing  facility  (SNF)  or  a  health 
related  facility  (HRF)*.  That  is  the  first  condition  of  participation  in 
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*Generally  referred  to  in  other  States  as  intermediate  care  facilities. 


the  program.     The  second  one  is,  obviously,  as  I  mentioned,  he  has  to  be 
a  Medicaid  recipient. 

If  he  qualifies  under  the  medical  assessment,  then  a  second  assess- 
ment called  the  "home  assessment"  is  done.  This  is  conducted  by  the 
representative  of  the  Long  Term  Home  Health  Care  Agency  and  a  staff 
person  from  the  local  Department  of  Social  Services.  There  is  a  form 
that  has  been  developed,  called  the  "Home  Health  Abstract",  and  that  is 
another  determinant  as  to  whether  or  not  this  person  really  would  fit 
into  a  plan  of  care.  Is  there  the  kind  of  family  or  friend  support  that 
is  necessary-?  Is  the  building  in  which  he  lives  one  which  would  permit 
him  to  remain  at  home?  Are  there  other  kinds  of  supports  that  would 
be  necessary  for  the  individual  to  remain  at  home? 

If  this  assessment  determines  that,  yes,  everything  would  be  in 
place,  a  budget  is  developed,  and  this  budget  is  done  jointly  by  the 
Long  Term  Home  Health  Care  Agency  and  the  local  Department  of  Social 
Services,  which  delineates  the  best  estimate  of  all  the  services  that 
this  patient  would  need.  This  is  a  budget  done  monthly,  for  a  three- 
month  period. 

There  is  a  limitation  on  the  expenditures  that  can  be  made  for 
an  individual  in  this  program.  That  limitation  is  75  percent  of  the 
appropriate  in-patient  institutional  rate.  So,  if  the  person  is  judged 
to  be  a  SNF  level  patient,  it  would  be  75  percent  of  the  average  SNF 
rate  for  facilities  in  that  local  district.  And  if  he  or  she  is  an  HRF 
patient,  it  would  be  75  percent  of  that  rate.  If  it  is  determined  that  a 
budget  can  be  constructed  that  falls  within  that  75  percent  limit, 
then  the  plan  is  put  into  action,  and  the  Long  Term  Home  Health  Care 
Program  begins  providing  services. 

The  local  Department  of  Social  Services  is  closely  involved  in 
this  process,  assisting  in  the  home  assessment,  in  developing  the  budget, 
and  in  providing  a  sort  of  case-management  function  external  to  that 
medical  plan  of  care.  If  there  are  other  titled  services  that  are 
needed,  and  if  there  are  eligibility  questions  that  need  to  be  reviewed, 
this  is  the  role  of  the  local  Department  of  Social  Services. 

Once  a  person  is  in  the  program,  a  reassessment  is  required  every 
120  days  to  determine  whether  or  not,  medically,  they  need  to  continue 
in  the  program,  whether  there  needs  to  be  change  in  the  program,  differ- 
ent medical  care,  different  social  supports,  and  so  forth. 
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In  determining  what  patients  are  going  to  enter  the  program,  since 
we  are  going  to  have  a  limited  number  of  slots  initially,  the  local 
Social  Services  Districts  have  been  given  authorization  to  determine 
what  types  of  patients  they  feel  should  be  focused.  Initially,  we 
feel  that  in  many  of  the  districts,  which  have  patients  backed-up  in 
acute  care  hospitals,  an  attempt  will  be  made  to  place  as  many  of  these 
patients  as  possible  into  the  program. 

That  is,  basically,  a  brief  description  of  the  program.  Everybody 
seems  to  ask,  "Well,  how  is  this  different  from  an  existing  Home  Health 
Care  Program?"  I  think  that  there  are  some  features  that  we  feel  will 
be  different  and  we  will  be  able  to  provide  a  better  level  of  care 
for  the  individuals  who  need  it. 

The  first  of  these  is  that  there  is  a  coordinated  plan  of  care. 
The  Long  Term  Home  Health  Care  Agency  has  responsibility  for  providing 
every  service  that  the  patient  needs.  They  do  not  have  to  provide  this 
through  their  own  staff.  They  have  the  responsibility  for  subcontracting 
with  other  agencies  and  supervising  the  care  that  is  provided  by  any  of 
these  other  agencies.  So,  a  patient  and  his  family  don't  have  to  run 
around  to  a  number  of  different  agencies  to  deal  with  people  to  try  to 
get  services.  They  deal  with  one  agency,  the  Long  Term  Home  Health  Care 
Agency,  and  they  have  the  responsibility  for  assuring  that  everything 
that  is  needed  is  delivered. 

Secondly,  24-hour  coverage  is  required.  The  Long  Term  Home  Health 
Care  Agency  must  have  someone  at  a  telephone  on  a  24-hour-a-day  basis, 
who  can  take  calls  from  the  individual,  and  his  family,  and  respond 
if  there  is  a  problem.  This  is  something  that  we  find  many  of  the  home 
health  care  agencies  that  exist  in  New  York  currently  don't  have. 

The  program  can  be  provided  in  an  individual's  home,  in  a  relative's 
home,  in  a  friend's  home,  but  it  cannot  be  provided  in  a  non-medical 
institutional  setting,  such  as,  in  New  York,  we  have  private  proprietary 
homes  for  adults,  domiciliary  care  facilities,  public  homes  for  adults. 
These  are  settings  in  which  the  Long  Term  Home  Health  Care  cannot  be 
provided . 

So,  it  is,  basically,  a  community  program,  and  I  think  that  the 
premise  upon  which  the  program  is  built  is  that  there  are  people  out 
there  in  the  community  who  are  willing  to  provide  support.  If  we  find 
that  this  isn't  the  case,  there  are  going  to  be  many  people  who  are 
not  going  to  qualify  because  of  the  financial  restrictions  of  the  pro- 
gram. 
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I  think  it  was  mentioned  earlier  in  this  conference  by,  Dr.  Brady, 
that  families  really  are  willing  to  help  out,  and  that  there  are  support 
systems  out  there.  And  we  certainly  hope  that  we  are  going  to  be  able 
to  find  this  to  be  the  case.  If  it  is,  we  are  confident  that  the  program 
will  succeed. 

Since  the  approval  of  the  legislation,  the  Department  of  Health  and 
the  Department  of  Social  Services,  in  New  York,  have  been  given  responsi- 
bility" for  implementing  that  legislation.  Part  of  that _  imp  a  ion 
has  been  to  request  from  the  Federal  government  approval  for  1115  waivers 
to  add  some  additional  services  under  Title  XIX  that  we  could  use  in 
nroqram.  They  felt  that  a  number  of  these  services  were  important,  that 
there  Aren't  existing  monies  available  under  Title  XIX,  or  other  funding 
sources!  and  we  wanted  to  really  try  and  put  together  a  coordinated 
program.    Therefore,  we  have  requested  waivers  for  the  following: 

1.  Home  maintenance  tasks; 

2.  Nutrition  counseling; 

3.  Respiratory  therapy; 

4.  Respite  care  services; 

5.  Social  day-care  services: 

6.  Transportation  for  social  functions; 

7.  Congregate  meal  services; 

8.  Moving  assistance  services; 

9.  Housing  improvement  services;  and 
10.  Medical  social  services. 

We  have  been  told  that  these  have  been  approved  in  Washington.  We 
have  not  gotten  a  formal  letter  of  approval  to  date  but  have  been 
assured  that  these  will  become  part  of  the  program  m  New  York. 

In  addition  to  the  request  for  the  waivers,  we  also  requested 
money  for  an  evaluation  of  the  program.  We  feel  that  it  is  a  unique 
program  in  the  country,  and  that  it  will  certainly  Pfrovld  V^Tic^ 
nity  to  learn  a  great  deal  about  the  provision  of  non-institut lonal 
services  in  a  variety  of  settings  in  New  York  by  a  variety  of  providers. 

As  I  mentioned  earlier,  we  have  hospitals,  nursing  homes,  and 
home  health  care  agencies  who  all  can  be  providers  I  think  some  inter- 
esting research  can  be  done  based  upon  those  settings  and,  also,  based 
upon  the  different  population  characteristics  of  the  districts  in  which 
programs  will  be  operating. 
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I  feel  that  an  evaluation  is  necessary,  and  we  are  hopeful  that 
we  are  going  to  have  the  funds  to  contract  out  to  a  third-party  evaluator 
to  evaluate  a  number  of  things.  One  would  be  the  actual  development  of 
the  organizations  and  the  processes  which  they  put  in  place  to  provide 
services  to  the  recipients. 

Since  there  are  going  to  be  a  number  of  pragrams--and  I  guess  I 
would  estimate  that  maybe  there  will  be  somewhere  in  the  neighborhood  of 
20  by  the  time  three  years  would  be  up — it  will  be  much  different  than 
the  normal  kind  of  demonstration  that  goes  on.  Usually,  you  have  one, 
maybe  two,  or,  possibly,  three  sites.  In  New  York,  there  will  be  a  great 
number  of  sites,  so,  really,  there  will  be  a  number  of  programs  that  can 
be  evaluated. 

I  think,  secondly,  we  would  like  to  look  at  program  effectiveness 
to  find  out  if,  in  fact,  the  services  that  are  rendered  at  home  are 
appropriate;  if  they  do,  indeed,  permit  people,  who  we  judged  would 
otherwise  need  institutional  services,  to  stay  in  their  home  to  test 
how  long  they  were  able  to  stay,  and  what  kinds  of  medical  complications 
or  problems  might  arise,  and  so  forth. 

Third  of  all,  we  would  like  to  look  at  program  impact  on  such 
things  as  the  number  of  admissions  to  nursing  homes,  the  number  of 
patients  that  are  backed-up  in  the  acute  care  hospitals,  to  get  an  idea 
of  just  who  we  are  serving  and  what  impact  does  that  have  on  the  entire 
system . 

Fourthly,  we  would  like  to  certainly  look  at  the  cost.  How  much 
does  it  cost  to  provide  services  to  different  level  patients  in  this 
setting?  Do  we  have  a  reduction  in  the  cost  of  nursing  home  care,  of 
acute  hospital  care?    These  are  all,  certainly,  important  considerations. 

I  think  that,  basically,  an  evaluation  of  this  type  is  something 
that  two  or  three  years  down  the  road  other  States  and  the  Federal 
government  can  take  a  look  at  what  has  been  done  in  New  York,  and  say, 
"Now,  yes,  it  seems  to  make  sense.  It  is  cost-effective.  We  would  like 
to  take  off  on  the  same  road."  Or  they  can  look,  and  say,  "You  know,  we 
don't  really  think  this  is  the  way  to  go  with  it.  It  is  costly.  You  are 
not  really  serving  the  type  of  patients  that  you  have  thought  you  would 
have  been  able  to  serve.  The  financial  constraints  are  such  that  you  are 
not  going  to  hit  those  people  who  would  be  remaining  in  hospitals  who 
would  have  to  go  into  nursing  homes,  anyway." 
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These   are   really   all   questions   that    I    think   an   evaluation  over 
a  two  or  three-year  period  will  help  us  to  answer. 

Thus  far,   in  New  Vor.    there  have  been  20  formal  ^ions^o 
become  Long  Term  Home  Health  Care^  Agencie  ^ 
^^^f^lities;^,^:'^   certified   home    health  agencies. 

To  date,  we  have  three  programs  wMch .have  beer > 
}?  BrUtfmfent°' which  T'£2  w^  Buffalo* is.     And  third  is  a 

2E«  ctry /Cattaraugus  Health  &£53SE^ 
ST.  ^S^^^?  of  Health  program. 

meets,    we   anticipate  that   there  wiii  Svracuse  area.    There  will 

T^JS  iS,^^^^  W*  with  the  Onondaga 
County  Department  of  Health. 

-  fir^  npw  York  City  program,  Montefiore  Hospital  with  100 
sLots^'*^^ 

^ceTone^b  &*E^&&&&  Center; U  one 
through  St.  Vincents  Hospital. 

So,  as  I  mentioned,  we  are  attempting  to  phase  in,  slowly  to  try  and 

ments  of  Social  Services  and  the  programs. 

As  ,  briefly  outlined  I .thin* :  you  can ■  Prob^ll  ^th. 
program  is  rather  complex,  and  it  requires  input  a 

both  agencies.  And  the  budgeting  is  c™Pj«-  ^^st  Sat  that  process 
deal  with  the  local  distric  s  to  try  ^^n^ts,  suchPas  the 

effect  on  April  1st,  we  ^d  thf  ju st  tl^t^^-        ^  neces_ 
facilities  to  get  their  W^Win^        make  sure  that  we  had  the 
sary-delayed  it  and,   also,   in  at™P""y     Droarams  came  on  line,  we 
local   districts  prepared  when  the  first ■  Pr°^ms 
felt   that   a  bit  of  delay  made  sense  and  not  to  rush 
problems  right  off  the  bat. 
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What  we  did  back  in  December,  when  we  really  began  in  earnest  to 
develop  the  rules  and  regulations,  was  to  have  a  number  of  Statewide 
meetings,  inviting  providers,  recipients,  local  social  services  districts 
to  come  in  and  have  input  into  the  guidelines  that  we  set  up.  In  addi- 
tion to  that,  Senator  Lombardi  hosted  two  meetings  where  the  Commis- 
sioners of  Social  Services  from  all  the  local  districts  were  invited  to 
get  their  comments  and  their  participation  in  the  program. 

We  felt  that  was  really  critical,  and  I  think  really,  the  product 
developed,  as  a  result  of  that,  has  been  a  much  better  product.  We 
didn't  just  have  a  bunch  of  bureaucrats  back  in  Albany  trying  to  dream  up 
all  the  ways  that  the  program  should  operate.  We  went  out  into  the 
field,  talked  to  the  people  who  had  the  practical  experience  in  deliver- 
ing home  health  care,  and  we  feel  that  the  documents  that  have  been 
developed  to  implement  the  program  reflect  this. 

We  have  with  us  a  few  copies  of  the  administrative  directive  that 
the  Department  of  Social  Services  has  developed,  and  I  also  have  a  larger 
number  of  health  bulletins  that . Senator  Lombardi  put  out,  which  briefly 
describe  the  program. 

I  think  in  closing  I  will  just  say  that  this  is  a  program  that  we 
are  very  excited  about  in  New  York.  We  have  spent  a  good  deal  of  time 
talking  with  the  long  term  care  people  in  Washington.  We  think  that  they 
are  quite  excited  about  it,  too.  We  hope  that  maybe  a  year  from  now  we 
could  come  back  to  a  conference  and  tell  you  what  our  actual  experience 
has  been  to  date. 

Thank  you. 
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JAMES  HINIKER:  In  Minnesota  in  nursing  home  care,  over  half  of 
our  Medicaid  expenditues  go  to  nursing  homes.  A  little  over  $200  million 
in  Minnesota  goes  to  nursing  homes,  not  quite  what  happens  in  New  York, 
but  we  are  somewhat  unique  in  that  we  have  such  a  large  percentage  that 
goes  to  the  nursing  homes. 

We  have  about  440  nursing  homes.  About  half  of  those  are  non-profit 
and  half  of  those  are  profit.  That  makes  a  difference  in  how  some  of 
the  laws  that  we  are  going  to  talk  about  affect  them.  All  but  one  of  the 
nursing  homes  in  Minnesota  are  in  the  Medicaid  program.  One  dropped  out 
a  couple  of  years  ago.  All  meet  certification  regs.  In  Minnesota  we 
have  had  a  cost-related  system  of  setting  the  reimbursement  rate  since 
1972,  way  before  the  Federal  regs  required  that. 

We  are  a  county-administered  welfare  system,  but  for  purposes  of 
studying  the  rates  for  welfare  in  nursing  homes,  the  State  has  done  that 
since  1972.  In  1976,  then,  the  Minnesota  Legislature  passed  a  variety  of 
bills  into  law  that  deal  with  nursing  homes.  Some  of  those  laws  all 
States  should  have;  some  of  those-no  State  should  have;  and  some  of 
those,  it  is  really  too  early  to  tell.  I  will  talk  about  the  ones  that 
we  are  still  going  with.  A  couple  of  those  that  no  State  should  have 
were  repealed  in  '77,  before  they  were  even  implemented. 

In  any  case,  in  '76,  it  was  popular  in  Minnesota  Legislature  to  have 
your  name  on  a  nursing  home  bill.  The  result  is  that  we  have  got  a  lot 
of  different  kinds  of  things  to  do,  most  of  which  are  probably  good. 
Several  of  the  laws  related  generally  to  nursing  homes,  and  then  some  of 
those  related  more  specifically  to  the  Medicaid  progam.  For  those  that 
related  to  nursing  homes,  in  general,  they  passed  what  is  called,  lhe 
Patient's  Bill  of  Rights."  Now,  there  are  21  rights  that  patients  are 
given  in  this  bill,  the  first  one  of  which  is  a  patient  has  a  right 
to  considerate  and  respectful  care.  Well,  if  you  want  to  be  cynical 
about  it,  which  I  guess  I  am  going  to  be  for  the  moment,  it  is  totally 
meaningless  other  than  symbolically. 

Now,  the  advocates  for  the  aging  really  thought  this  "Patient ' s  Bill 
of  Rights"  was  the  greatest  thing  that  ever  happened.  The  result  of  it 
is  that  there  are  21  rights  like  the  right  to  considerate  and  respectful 
care  that  are  on  a  document  that  is  posted  in  every  nursing  home.  I  just 
don't  believe  that  anything  other  than  that  has  happened  as  a  result. 
People  may  feel  better,  though,  and  I  guess  that  is  important. 
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They  recodified  the  whole  licensing  laws.  That  is  probably  a 
50-page  bill.  Probably  the  most  significant  thing  in  that  bill  is  that 
they  mandated  unannounced  licensing  inspections.  Prior  to  that,  the 
the  Health  Department  could  make  unannounced  inspections.  They  didn't  do 
it  very  often,  so  the  legislature  mandated  that  they  have  to  do  it  at 
least  once  a  year. 

They  also  set  up  an  advisory  council  to  the  Department  of  Health, 
made  up  primarily  of  consumers  to  work  on  nursing  home  laws.  That 
advisory  council  just  got  formed  and  is  working  now  on  changes  in  the 
regulations  and  in  the  laws. 

What  is  interesting  about  what  happened  in  Minnesota  is  they  could 
have  put  all  of  these  into  one  big  bill,  but  to  get  more  legislators' 
names  on  them,  they  did  it  in  a  variety  of  bills,  which  I  guess  was  okay. 
They  had  a  task  force  and  everybody  that  was  on  the  task  force  got  to 
sponsor  one  bill,  the  way  it  turned  out. 

They  established  a  separate  Office  of  Complaints  in  the  State 
Health  Department.  Prior  to  that,  the  Health  Department  would  take 
complaints,  but  the  person  worked  for  the  Commissioner  of  Health.  Well, 
now,  they  have  passed  a  law  where  the  Board  of  Health  hires  the  person 
who  runs  the  Office  of  Complaints,  rather  than  the  Commissioner  of  Health 
and,  supposedly,  that  is  to  make  them  more  independent.  They've  got  a  3 
or  4  person  staff.  The  number  of  complaints  isn't  that  great  in  Minne- 
sota, but  some  of  them  are  very  real.  Whether  that  small  bit  of  indepen- 
dence makes  any  difference,  I  would  be  pretty  skeptical,  in  any  case,  but 
that  is  what  the  law  says. 

One  other  thing  that  happened  in  that  bill,  though,  which,  again,  is 
too  early  to  tell  about,  is  they  do  mandate  us  and  they  inspect  us  as 
part  of  the  licensing  process.  Nursing  homes  have  a  formal  grievance 
process  internal  in  the  nursing  home.  They  have  to  have  residents  on 
that  and  resident  advocates  on  the  panel  that  reviews  grievances — not 
employees  but  patients. 

These  people,  then,  have  to  report  to  the  State  Health  Department 
annually  what  they  did  and  what  kind  of  complaints  they  had.  As  a  matter 
of  fact,  I  don't  think  the  first  report  has  come  in  yet,  so  it  is  really 
too  early  to  tell  if  that  makes  any  difference. 

They  passed  another  law  which  can  be  controversial,  and  can  be 
extremely  expensive,   and  may  do  some  good.      This  law  essentially  says 
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that  no  person  can  be  hired  in  a  nursing  home  as  a  nurse's  aide  or  a 
nurse's  assistant  after  January  1st  of  1979,  unless  that  person  has 
completed  an  approved  training  course  in  a  voc  tech  school,  or  is  en- 
rolled in  an  approved  training  course  in  a  voc  tech  school  within  90  days 
of  their  employment. 

Now,  initially,  that  was  going  to  start  in  '76,  and  then  it  was 
going  to  start  in  '77,  and  now  it  is  up  to  '79.  There  is  a  tremendous 
turnover  in  nurses'  aides  in  Minnesota.  We  have  RNs  and  LPNs,  and  the 
bulk  of  employees  in  nursing  homes  are  what  we  call  nurses'  aides.  They 
are  very  low  paid.  They  are  either  very  young  or  in  their  50s.  We  have 
maybe  a  100  percent  turnover,  on  the  average,  of  those  jobs  in  Minnesota 
nursing  homes. 

The  legislature  thought,  well,  if  they  made  it  more  professional  and 
they  reguired  more  training  that  they  would  reduce  that  turnover.  How  in 
the  world  they  ever  thought  that  nobody  knows.  In  any  case,  now,  all  the 
voc  tech  schools  in  Minnesota  have  put  up  programs  that  have  started 
already  because  of  the  reguirement.  The  industry  is  pretty  skeptical. 
They  think  that  the  results  will  be  that  we  will  have  more  RNs  and  LPNs, 
at  higher  costs  and  less  aides.  I  kind  of  agree,  but  I  guess  it  is 
really  too  early  to  tell. 

The  thing  that  makes  me  a  little  skeptical  about  it  is  that  the 
biggest  people  pushing  for  that  bill  were  the  teachers,  where  the  school 
enrollments  are  down  (if  you  want  to  be  a  little  bit  cynical)  and  the 
nurses.  I  suppose  the  nurses  want  it  because  the  logical  result  of  this 
is  that  the  aides  will  be  paid  more,  which  is  probably  the  main  reason 
for  the  turnover  problem  and  not  training  at  all.  If  you  pay  the  aides 
more,  you  have  to  pay  the  nurses  more  to  keep  them  the  same  distance 
apart . 

In  any  case,  when  the  law  first  came  out,  the  Health  Department  was 
to  put  out  what  an  approved  training  course  is,  and  they  said  that  an 
approved  training  course  is  120  hours  of  classroom  instruction.  Well, 
the  legislature  got  mad  about  that  and  said,  "Well,  forget  that,  and  we 
will  start  over  again.  We  will  delay  it  until  '79  and  we  will  let  the 
Education  Department  say  what  an  approved  training  course  is."  They  now 
say  it  is  30  hours  of  classroom  training.  In  our  cost  related  system, 
we  have  to  pay  for  the  tuition  to  that  and  for  all  other  expenses  that 
go  with  it— books,  travel,  time  off,  whatever.  So,  it  is  going  to  be 
very  expensive. 
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Hopefully,  the  principle  is  super,  you  know.  If  aides  are  trained, 
care  is  going  to  be  better.  We  are,  generally,  in  Minnesota,  willing  to 
pay  for  improved  care.  Whether  it  will  happen  or  not,  it  is  really  too 
early  to  tell.  Some  nursing  homes  think  they  will  even  have  a  difficult 
time  hiring  aides  after  January  1st  because  if  someone  walks  into  a  job 
that  pays  the  minimum  wage,  and  the  first  thing  they  are  told  is  that 
they  have  to  go  to  voc  tech  school  for  the  next  eight  weeks,  at  four 
hours  a  week,  even  if  you  tell  them  you  are  going  to  pay  for  that, 
they  are  going  to  go  work  somewhere  else. 

Most  of  the  laws  that  they  passed  that  relate  directly  to  the 
Medicaid  program,  I  think  you  should  have.  The  last  one  that  I  will  talk 
about  is  by  far  the  most  controversial,  and  we  will  get  into  that  in  a 
minute.  They  strengthen  our  hand  in  dealing  with  providers'  fraud  and 
with  utilization  by  recipients.  They  did  this  in  a  variety  of  ways. 
They  passed  a  law  that  said  that  recipients  must  allow  our  fraud  people 
access  to  all  their  medical  records  if  they  want  to  be  eligible  for 
Medicaid.  Now,  we  have  been  doing  that  for  years,  but  they  wanted  to  put 
it  in  the  law,  anyhow.  We  had  never  had  a  problem  with  that  until  about  a 
month  and  a  half  ago  when  Secretary  Califano  put  out  a  press  release 
that  said  he  is  going  to  propose  regs  that  make  it  okay  for  States  to  do 
that,  and  we  have  been  doing  it  for  all  these  years. 

Well,  Legal  Aid  picked  up  on  it  and  we  are  in  court  now  defending 
that  law.  A  psychiatrist,  in  Minnesota,  picked  up  on  it,  and  he  has 
refused  to  allow  us  access,  so  we  have  cut  him  off  from  the  Medicaid 
program.  There  has  been  all  kinds  of  publicity  about  that.  The  end 
result  of  most  of  those  hassles  is  the  client  gets  stuck  again. 

This  is  another  one  that  you  all  should  have  if  you  don't  already 
have  it.  Where  we  find  a  provider  that  lies  to  us  in  his  cost  report,  or 
any  other  provider  that  submits  a  false  claim,  not  only  is  it  a  criminal 
offense  but  the  law  allows  the  authorized  courts  to  direct  triple  damages 
to  the  State  for  any  damages  that  result  because  of  that.  In  other 
words,  if  they  lie  by  $1,000  in  their  cost  report,  and  we  catch  them, 
we  can  collect  $3,000  back.  Or  if  a  pharmacist  substitutes  generic 
drugs,  and  doesn't  tell  us  about  it,  rather  than  collect  the  $2  that  is 
the  difference,  we  can  collect  $6  every  time  that  happens.  We  have  only 
used  it  actually  to  collect  a  half  dozen  times  in  the  last  year  and  a 
half.  Every  time  we  have  asked  for  it,  we  have  collected,  though,  and 
that  provision  got  a  lot  of  publicity,  which  is  what  it  should  have 
because  it  is  more  a  deterrent  than  anything  else. 
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We  did  an  audit  of  our  largest  prof itmaking  facility,  and  we  found 
all  kinds  of  phony  bills.  We  found  some  politicians  that  had  some  money 
coming  in  and  out  of  that,  and  a  few  other  things.  Well,  when  we  went  to 
prosecute  that  first  time  back  in  '74,  we  found  out  that  we  had  to  charge 
people  with  theft,  general  theft  to  prosecute  them  for  Medicaid  fraud. 
It  was  pretty  difficult  to  prove.  If  a  guy  lies  on  a  cost  report,  on  the 
one  hand,  how  are  we  going  to  convince  a  jury  that,  on  the  other  hand,  it 
results  in  a  higher  rate  and  they  got  more  money  because  of  it  and,  if 
so,  how  much  more  did  they  get  because  of  that  lie? 

Again,  I  think  every  State  ought  to  have  a  specific  law  that  deals 
with  Medicaid  fraud  because  if  they  don't  have  the  problem  some  lawyer  is 
going  to  figure  it  out  pretty  soon.  So,  in  Minnesota,  it  is  a  crime  to 
falsify  a  cost  report  in  Medicaid.  It  is  a  specifically  identified  crime 
to  submit  a  false  claim  of  any  kind  to  the  Medicaid  program.  We  don't 
have  to  rely  on  the  general  statute.     It  just  made  life  a  little  easier. 

The  bill  that  took  the  most  time  dealt  with  things  that  we  allow  as 
costs  in  those  cost  reports,  and  the  legislature  made  some  major  changes 
in  how  we  handle  interest  and  how  we  handle  profit.  I  won't  go  into 
those;  they  are  pretty  technical.  If  somebody  has  some  questions  about 
them,  maybe  we  can  deal  with  those  later. 

The  bill  I  really  want  to  talk  about  is  the  last  one  that  is  coming 
up  now.  In  this  bill  the  legislature  requires  nursing  home,  if  they  want 
to  participate  in  the  Medicaid  program  in  Minnesota,  to  agree  to  three 
things,  two  of  which  are  not  too  controversial.  One  is  they  have  to 
agree  not  to  charge  admission  fees.  Now,  prior  to  that,  some  homes  were 
charging  admission  fees  not  to  Medicaid  patients,  but  to  private  patients 
They  cannot  charge  admission  fees  of  any  kind  to  anybody  if  they  want  to 
be  in  the  Medicaid  program. 

Secondly,  they  can't  require  their  residents  to  deal  exclusively 
with  any  other  medical  vendor,  if  they  want  to  participate  in  the  Medi- 
caid program.  Some  homes  have  house  doctors,  house  pharmacies,  or  the 
nursing  home  runs  the  pharmacy,  themselves,  and  they  were  requiring  the 
residents  to  use  that  pharmacy,  for  example.  They  can  no  longer  do  that 
in  Minnesota,  if  they  want  to  participate  in  the  Medicaid  program.  If 
that  is  all  they  would  have  done,  our  life  would  have  been  relatively 
more  complicated  but  easy  compared  to  what  else  they  did. 

The  third  requirement  that  they  put  on  nursing  homes  is  that,  if  a 
nursing  home  wants  to  participate  in  the  Medicaid  program  in  Minnesota 
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after  July  1st  of  this  year,  that  home  has  to  agree  not  to  charge  its 
private  paying  residents  any  more  than  the  welfare  patients  pay. 

What  had  happened  in  Minnesota  prior  to  that,  most  homes  were 
charging  maybe  $1,  $2  or  $3  more.  A  lot  of  them  were  charging  the  same 
anyhow,  but  most  of  them  were  charging  $1,  $2  or  $3  more  a  day.  The 
legislature  said,  "Well,  we  will  give  you  until  1977,  July,  to  get  that 
within  10  percent." 

Now,  just  about  everybody  was  there.  There  were  maybe  1  or  2  homes 
that  were  not  in  that  10-percent  range.  So,  we  phased  in  this  process. 
We  sent  out  supplemental  provider  agreements  to  all  the  providers  and 
told  them  that  if  they  wanted  to  continue  to  participate  in  the  program 
they  had  to  sign  them  and  had  to  agree  not  to  charge  more  than  10  percent 
more.  Well,  we  got  all  those  back.  So,  in  fiscal  '77,  all  rates  were 
within  10  percent.     In  fiscal   '76,  practically  all  of  them  were,  anyhow. 

Comes  May  of  this  year,  we  sent  out  new  agreements  that  say,  "If  you 
want  to  participate  in  the  Medicaid  program  after  July  1st,  you  have  to 
agree  to  charge  the  same."  Well,  we  were  immediately  hit  by  a  law  suit. 
Both  the  non-profit  nursing  homes  sued  us,  basically,  on  constitutional 
grounds.  We  had  hoped  to  get  an  early  settlement  of  that  case.  As 
of  this  minute,  it  is  still  not  settled,  but  we  have  both  moved  for  a 
declaratory  judgment.  We  both  lost  those.  We  have  both  tried  to  get 
restraining  orders,  on  both  sides,  and  we  have  all  lost  those.  What  it 
amounts  to  is  that  the  judge  is  literally  throwing  his  hands  up. 

In  the  meantime,  in  June,  we  told  the  homes  that  if  they  didn't  sign 
the  supplemental  provider  agreement  where  they  agreed  to  charge  the  same 
and  get  them  in  to  us  July  1st,  we  were  not  going  to  pay  for  any  new 
resident  who  came  into  any  of  those  homes  after  July  1st.  That  is  our 
practice  as  of  today. 

On  July  1st,  about  300  of  the  440  homes  had  signed  the  agreement. 
So,  we  continued  to  pay  not  only  for  the  people  who  were  in  the  those 
homes  but  for  the  newly  admitted  ones  after  July  1st.  Now,  since  July 
1st,  a  little  over  another  100  have  signed,  so  as  of  last  week,  we  had  a 
little   over   400  out   of  the  440  homes  that   had  signed   the  agreements. 

What  it  amounts  to  is  there  are  roughly  40  homes  in  Minnesota  that 
cannot  accept  new  Medicaid  patients.  Now,  remember  the  law  says  that 
they  are  not  eligible  for  Medicaid  if  they  haven't  signed  the  agreement. 
We  are  taking  the  interpret aton  of  that  to  mean  you  can't  have  new 
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Medicaid  patients  because  we  simply  can't  handle  the  relocation  problem 
today,  even  for  40  homes.  We  surely  couldn't  for  140.  We  know  we  can't 
handle  it  either  for  40. 

If  we  get  down  to  about  25  homes  by  about  now,  which  are  the  plain- 
tiffs in  the  law  suit,  then  maybe  we  could  handle  it,  or  at  least  then 
maybe  we  could  put  some  more  pressure  on  the  courts  to  decide  it  one  way 
or  the  other. 

In  any  case,  in  400  homes  out  of  440  in  Minnesota,  the  rates  are  the 
same  today  for  private  pay  and  welfare.  I  guess  that  comes  about  because 
we  have  always  said  that  welfare  can't  pay  more  than  private  payors,  and 
now  the  law  says  that  private  payors  can't  pay  more  than  welfare. 

We  haven't  really  had  any  placement  problems.  We  don't  have  pockets 
of  homes  that  have  not  signed.  That  is  another  thing  that  could  have 
caused  us  some  trouble.  If  all  the  homes  in  Duluth — which  it  looked  like 
at  one  time — were  not  going  to  sign,  we  would  have  had  a  real  problem, 
but  that  didn't  happen.  Everywhere  in  the  State,  roughly,  9  out  of  10  in 
any  geographical  area,  have  signed.  So,  we  really  haven't  had  a  severe 
placement  problem.    That  may  still  come. 

It  seems  to  me  that  the  welfare  rates  are  high  enough.  We  probably 
pay  $17  to  $30  for  ICF  care,  and  $20  to  $35  for  skilled  care,  maybe  a 
little  more  than  that  in  some  unique  circumstances.  It  seems  to  me — and 
I  think  the  legislature  agrees  with  this — that  the  welfare  rates  are  high 
enough  to  cover  all  reasonable  costs  and  to  allow  a  reasonable  profit. 
The  fact  of  the  matter  is,  in  Minnesota,  the  prof itmaking  homes  are 
making  money.  They  are  fighting  to  get  into  the  industry.  They  are  not 
trying  to  get  out  of  the  industry.  That  alone  tells  me  that  the  rates 
are  high  enough.  We  are  in  the  middle  of  a  policy  fight  between  the 
public,  so  to  speak,  and  the  prof itmaking  nursing  homes. 

That  doesn't  seem  right.  It  seems  to  me,  though,  that  the  legisla- 
ture could  have  made  this  same  law  a  condition  of  licensure.  They  could 
just  as  well  have  said,  "If  you  want  to  run  a  nursing  home,  you've  got  to 
agree  to  charge  the  same  rates,"  if  the  principle  was,  let's  get  the 
rates  the  same.  Then  you  wouldn't  have  the  Medicaid  client  in  the  middle 
of  it,  and  you  wouldn't  theoretically  have  some  Medicaid  homes  and  some 
non-Medicaid  homes  because  of  it. 

The  legislature  did  not  buy  that  at  that  time,  and  we  are  still 
paying  for  that  a  little  bit.  We  hope  there  won't  be  any  changes  in  this 
law  made,  at  least  until  the  court  opinion  comes  out. 
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In  1978,  in  the  legislative  session  that  just  ended,  the  industry 
had  11  or  12  bills  in  to  correct  most  of  these  wrongs,  including  this 
one,  among  others.  The  Senate  held  hearings  on  them  and  passed  them  as 
far  as  the  Finance  Committee,  but  they  didn't  even  get  a  hearing  in  the 
House.  The  House  just  said,  "We  are  going  to  wait  and  see  what  happens 
with  the  law  suit.  We  are  going  to  wait  and  see  what  happens  with 
all  these  other  bills,  and  then  we  will  make  some  changes  if  we  have  some 
disasters."  And,  you  know,  that  is  a  pretty  risky  thing  to  do,  usually, 
but  it  is  fine  in  this  case  because  chances  are  there  won't  be  any 
disasters.  In  the  most  controversial  one  of  all,  we've  got  90  percent  of 
the  homes  covered,  and  we  are  still  able  to  handle  the  clients. 

That,  essentially,  is  what  happened  and  what  is  happening  in  Minne- 
sota. I  brought  copies  of  the  supplemental  provider  agreement  along  that 
I  will  leave  on  the  table  out  here,  if  any  of  you  are  interested  in 
seeing  those  later. 

Thank  you  very  much. 
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TOM  PORTER:  I  believe  that  one  of  the  purposes  of  this  conference 
is  to  share,  or  arrive  at  some  kind  of  cohesive  approach  to  long  term 
care,  some  kind  of  a  strategy.  We  have  heard  from  two  of  the  States  and 
their  strategies.  We  would  like  to  explain  a  little  bit  of  what  is  going 
on  in  California  because  we  definitely  do  think  that  we  have  a  strategy. 
We  are  doing  something  about  our  long  term  care  population.  But  we 
wouldn't  be  doing  anything  unless  there  were  three  basic  elements.  I 
think  you  must  have  these  in  every  State,  and  we  must  have  them  on  the 
National  level.  Just  now,  we  are  beginning  to  see  that  there  is  momentum 
for  change  and  for  a  movement  that  should  be  captured  by  all  of  the 
States  that  are  concerned  about  this  joining  together.  You  have  to  have 
leadership.  You  have  to  have  public  support.  And  you  have  to  have 
professional  expertise. 

In  California,  we  are  very,  very  fortunate  because  we  do  have 
leadership.  That  is  a  person  who  is  sensitive  to  the  issue  of  older 
people  and  their  conditions  in  nursing  homes,  a  person  who  is  dedicated 
and  willing  to  take  on  the  established  way  of  providing  health  care.  We 
are  fortunate  because  the  speaker  of  the  California  State  Assembly,  whom 
I  will  refer  to  throughout  this  process  as  I  go  over  the  history  of  how 
we  arrived  at  where  we  are  today,  is  our  leader.  That  is  very  signifi- 
cant because  he  is  the  second  most  powerful  person  in  elected  position  in 
the  State  of  California.    The  other,  of  course,  is  the  Governor. 

But  I  must  say  on  the  issue  of  long  term  care  and  alternatives,  the 
development  of  a  continuum  of  care,  the  leadership  is  definitely  with  the 
legislature,  and  in  our  case,  it  is  the  Speaker.  As  the  Speaker  goes,  on 
most  issues,  so  goes  the  Assembly,  and  in  California  the  Assembly  is  the 
power.  It  is  not  our  State  senate  of  40  members,  which  is  run  by  a 
committee.  In  the  Assembly,  it  is  run  by  the  Speaker.  The  power  is 
all  in  one  hand.  That  is  very  important  to  understand  and  is  one  of  the 
keys  to  the  kind  of  progess  we  think  we  are  making. 

The  other  thing  you  need  that  is  absolutely  essential  is  public 
support,  and  that  public  support  has  to  be  led  by  the  older  people, 
themselves.  We  don't  consider  our  committee,  or  the  legislature  to  be 
doing  something  for  older  people.  We  are  hearing  what  they  are  saying, 
and  we  are  attempting  to  work  with  them.  They  are  very,  very  important 
because,  as  the  bills  go  through  the  legislative  process,  the  people  that 
have  the  clout  are  the  older  people,  themselves. 

The  person  whom  the  media  is  interested  in  is  not  the  professional, 
not   even  the   legislator,   but   the  older  person  who   is  describing  their 
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condition,  what  they  don't  like  about  it,  and  what  they  would  like  to  see 
government  do  for  them.  That  public  support  also  has  to  be  kept  informed 
every  step  of  the  way  of  what  the  State  is  attempting  to  do. 

Another  thing  you  have  to  have  that  is  absolutely  essential  is 
professional  expertise,  and  in  California  we  do  have  professional  exper- 
tise. We  are  very  fortunate  because  we  have  had  a  number  of  pilot 
programs  and  alternatives  to  institutionalization. 

The  other  ingredient  that  we  do  have  that  may  not  be  in  other  States 
is  some  kind  of  a  focal  point  within  your  legislature  that  forms  the 
coaliton  that  keeps  the  leadership  concerned  and  hyped  up,  that  keeps  the 
public  support  informed,  that  keeps  in  touch  with  the  professionals  and 
the  advances  that  are  being  made  across  the  State,  across  the  country, 
and,  in  particular,  we  even  looked  into  Western  Europe.  We  have  had  some 
legislative  action  as  the  result. 

I  am  not  a  technical  expert  on  anything.  I  do  have  a  fair  knowledge 
through  some  hard-won  experience,  on  how  to  get  bills  through  the  legis- 
lative process,  but  our  subcommittee  has  been  able  to  keep  that  leader- 
ship caring  about  the  issue.  It  has  been  able  to  keep  the  seniors 
informed,  and  it  has  been  able  to  form  a  coalition  of  these  with  the 
experts. 

It  all  started  in  1971,  when  two  reporters  from  the  San  Diego  Union 
were  able  to  get  themselves  admitted  into  nursing  homes.  They  were  in  a 
variety  of  nursing  homes,  and  they  came  out  with  a  series  of  articles 
that  showed  the  conditions  in  nursing  homes  as  regards  the  quality  of 
care  not  being  what  it  should  be. 

At  the  same  time,  I  must  say,  and  we  always  say  it,  that  we  will 
always  need  nursing  homes.  They  are  a  very  significant,  important  part 
of  a  continuum  of  care.  There  are  good,  quality  nursing  homes  in  Cali- 
fornia but,   unfortunately,    they   are   not   our   system  of  long  term  care. 

As  a  result  of  the  publicity  from  the  newspaper  articles,  this 
committee  was  formed,  the  Subcommittee  on  Aging.  The  first  order  of 
business  was  public  hearings  on  nursing  homes  and  alternative  care.  The 
first  chairman  of  the  committee  was  Assemblyman  Leo  McCarthy,  who  is  now 
our  Speaker. 

There  were  five  public  hearings  during  1972  and  '73  held  throughout 
the  State  of  California.  They  resulted  in  some  new  laws  on  inspection 
and  citation  of  nursing  homes  with  poor  quality  of  care.     But  really  it 
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was  more  of  a  policing  action  and  a  short-term  solution.  The  hearings 
themselves  were  very,  very  helpful  because  they  convinced  the  members  of 
the  committee  that  the  focus  should  not  be  on  the  nursing  homes  but  on 
the  alternatives.  Our  attitude  should  not  be  on  just  rigid  inspections 
and  fines,  but  on  some  kind  of  development  of  alternatives  and  incentives 
to  improving  the  quality  of  care. 

Those  hearings  served  another  very  important  purpose  because  they 
helped  us  to  develop  an  advocacy  group,  a  very  basic,  simple  thing  like 
mailing  lists  of  senior  organizations,  health  care  professionals,  social 
service  professionals,  and  gerontologists,  who  shared  some  concerns  about 
this  issue. 

We  also  found  out  the  challenge  that  faced  us.  In  California, 
today,  we  have  about  3  million  people  over  the  age  of  60,  about  13 
percent  of  the  population.  In  the  next  40  years,  that  is  expected  to 
double,  about  7  million  people  over  the  age  of  60,  about  21  percent  of 
the  population.    The  numbers  were  there. 

Also,  we  found  out  that  we  had  no  system  of  care.  We  had  eight 
Federal  and  State  agencies,  with  25  categorical  programs,  spending  about 
$3  billion  a  year  but  it  wasn't  done  in  any  systemized,  efficient, 
effective  system. 

We  also  found  out  that  we  did  not  know  much,  and  that  there  were  a 
lot  of  alternatives  being  explored,  even  in  California,  that  we  were  not 
aware  of.  So,  we  looked  at  what  was  going  on  in  California.  We  looked 
at  what  was  going  on  in  other  States  and  tried  to  learn  from  them.  We 
looked  at  what  was  going  on  in  Western  Europe.  We  invited  Dr.  Lionnel 
Cousins,  from  Oxford,  England,  to  come  over  here  and  to  consult  with 
us. 

The  first  step  we  took  in  our  strategy  was  the  development  of 
adult  day  health  care.  We  had  a  good  basis  for  doing  that  because,  in 
California,  we  had  quite  a  few  demonstration  projects.  We  had  0NL0C  in 
Chinatown  and  San  Francisco,  originally  funded  in  1972  by  the  Administra- 
tion on  Aging.  We  had  Adult  and  Protective  Services,  which  was  sponsored 
and  funded  by  revenue  sharing  in  San  Diego.  We  had  the  Senior  Day  Health 
Care  Project,  in  Sacramento.  We  had  Mount  Zion,  Garden  Sullivan,  and 
Franklin  Hospital,  in  San  Francisco,  originally  funded  by  Medicare,  under 
Section  222.     So,  we  had  a  lot  of  experience  right  in  California. 

Although  these  different  projects  were  originally  funded  by  dif- 
ferent  sources,    there  came   a  time  when  their   funding  would  end.  The 


-80- 


legislature,  through  very  personal  contact,  not  through  any  legislation 
(it  was  really  the  Speaker  and  other  members  who  were  concerned)  ap- 
proached the  Department  of  Health,  and  the  Department  of  Health,  itself, 
was  interested  in  what  was  going  on  with  these  pilot  projects.  As  they 
terminated,  pressure  was  put  on  the  Department  to  pick  up  these  pilot 
projects  on  Medicaid  contracts,  using  1115  waivers. 

So,  after  the  pilot  projects  were  terminated,  and  they  were  stag- 
gered,  our  Department   of  Health  picked   them  up  on   Medicaid  contracts. 

Then,  an  attorney  within  the  Department  of  Health,  somewhere  in  the 

bowels  of  a  department  of  22,000  people,  said  that  what  we  were  doing  was 

illegal.  So,  AB  1810  was  passed,  authored  by  Leo  McCarthy,  that  gave  the 

power  to  the  Department  of  Health  to  contract  with  pilot  projects  for 
Adult  Day  Health  Care  Services. 

At  the  same  time,  Dr.  Lackner,  the  Director  of  our  Department  of 
Health,  put  together  an  Adult  Day  Health  Care  work  group.  Our  subcommit- 
tee was  on  that  work  group.  We  were  watching  what  the  administration  was 
doing.  We  were  supportive  of  what  they  were  doing.  It  appeared  that 
they  were  going  to  move  in  the  direction  of  making  Adult  Day  Health  Care 
an  affirmative  program  in  California.  Then,  for  some  reason,  from  within 
the  administration—the  signals  were  changed,  and  the  Department  of 
Health  people  were  told  to  go  slow.  They  changed  our  minds  on  this.  It 
might  be  expensive. 

Well,  by  this  time,  we  had  a  very  good  working  relationship  with  the 
people  within  the  Department  of  Health  that  didn't  make  the  decisions, 
but  were  really  concerned  about  making  Adult  Day  Health  Care  a  reality. 
So,  we  immediately  called  a  public  hearing— Adult  Day  Health  Care,  a 
pilot  project,  or  a  permanent  program,  with  a  big  question  mark.  We 
didn't  tell  people  what  to  say  at  the  public  hearing,  naturally.  But  if 
you  do  want  a  public  hearing  to  reach  a  conclusion,  you  should  structure 
it,  and  we  did,  and  we  structured  it  very  well. 

We  started  with  the  older  people,  themselves.  Then  we  brought  some 
of  the  people  that  were  participants  in  these  pilot  projects  thoughout 
California.  Then  we  had  their  families.  We  had  the  providers  of  Adult 
Day  Health  Care  Services.  Then  we  had  people  like  Brenda  Traeger.  We  had 
Mel  Merchant  from  HCFA.  We  just  built  up  to  a  point  where  the  last 
person  on  the  agenda  was  our  Department  of  Health — a  very  nice  person,  a 
very  intelligent  person,  a  very  caring  person,  who  sat  in  the  first  row 
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and  rewrote  his  testimony  throughout  the  day,  so  that  by  the  time  he 
appeared  he  agreed  with  the  committee.  And  our  whole  purpose  was:  we 
have  had  enough  demonstration;  the  evidence  is  there;  let's  work  together 
to  draft  legislation.  He  agreed;  we  immediately  acted  upon  that.  It  was 
agreed  publicly  that  the  legislation  would  be  put  together  by  the  people 
in  the  pilot  projects  by  our  Department  of  Health  and  the  Subcommittee  on 
Aging.    We  started  the  next  day. 

That  Bill  was  Assembly  Bill  1611,  and  it  went  through  the  legisla- 
tive process  in  conjunction  with  some  other  bills,  as  part  of  an  overall 
strategy,  because  really  the  Adult  Day  Health  Care  legislation  was 
opposed  by  the  nursing  home  industry.  Because  two  other  bills  were 
introduced  at  the  same  time  and  went  before  the  same  committees,  at  the 
same  time  that  AB  1611  was  heard,  and  these  bills  were  policing  actions, 
basically,  and  the  nursing  home  industry  was  so  occupied  with  dealing 
with  those  bills  that  they  couldn't  mount  much  effort  to  oppose  ours 
because  you  had  people  testifying  before  the  committee  about  some  condi- 
tions that  needed  to  be  improved. 

The  other  thing  we  had,  through  this  period  of  time,  was  tremendous 
public  support.  We  had  over  60  senior  citizen,  aging,  health  and  social 
service  organizations  in  support  of  the  bill.  We  had  counties  in  support 
of  the  bill.  We  also  had  a  very  efficient,  sophisticated  lobbying 
system.  It  is  the  only  way  it  works,  and  if  the  Senator  from  New  York 
was  here  today  I  am  sure  he  would  agree  with  me.  A  legislator  only 
really  has  to  be  concerned  about  the  people  who  vote  for  him  in  his  own 
district,  so  we  organized  older  people  and  professionals  in  the  districts 
of  every  single  member  who  sat  on  a  committee  before  which  our  bills 
would  pass.    And  it  worked  very  well. 

Another  thing  we  did  is  we  tried  to  flush  the  opposition  out  ahead 
of  time  and  identify  them  to  see  if  we  couldn't  deal  with  them,  and  if  we 
couldn't,  at  least  we  knew  where  they  were  coming  from  before  the  commit- 
tee, and  we  were  prepared  to  deal  with  this.  So,  Adult  Day  Health  Care 
was  enacted. 

I  will  briefly  describe  what  it  is  in  California.  It  establishes  a 
new  health  facility  licensing  category  for  Adult  Day  Health  Care  Centers 
and  a  special  permit  for  licensed  health  facilities  who  wish  to  provide 
the  service.  It  establishes  Adult  Day  Health  Care  as  a  Medi-Cal  program 
—Medicaid  in  California  is  Medi-Cal. 

It  means  an  organized  aid  program  of  therapeutic,  social  and  health 
activities    and    services    provided    to    elderly    persons    with  functional 


-82 


impairments,  either  physical  or  mental,  for  the  purpose  of  restoring,  or, 
more  important,  maintaining  optimal  capacity  for  self-care.  Provided  on 
a  short-term  basis,  Adult  Day  Health  Care  serves  as  a  transition  from  a 
health  facility  or  a  home  health  program  to  personal  independence. 

Some  innovative  aspects  of  the  legislation  are;  A  county  plan  is 
required  to  be  developed  by  an  Adult  Day  Health  Care  Planning  Council, 
which  is  appointed  by  the  Board  of  Supervisors.  Membership  mandates  a 
majority  of  senior  citizen  representatives  and  representatives  from  aging 
and  health  programs. 

The  county  plan  is  intended  to  provide  the  State  with  recommenda- 
tions regarding  locations  of  facilities  and  individual  prospective 
providers . 

The  concern  here  was  that  the  nursing  home  industry,  as  we  all 
know,  boomed  overnight ,  and  a  lot  of  people  complained  about  the  quality 
of  nursing  home  care.  Well,  it  seems  to  us  that  where  that  ought  to  be 
taken  care  of  is  in  the  community,  and  so  we  are  telling  the  community  to 
get  involved  in  this  and  to  recommend  to  the  State  who  the  providers 
should  be  in  their  area. 

The  State  does  have  approval  and  disapproval  power  over  the  plan, 
and  the  individual  provider  applications.  Everyone  must  follow  the  same 
procedures.  All  providers  must  meet  Medi-Cal  program  regulations  and 
cannot  refuse  Medi-Cal  participants  who  meet  the  eligibility  criteria  of 
the  Act. 

Every  provider  must  have  a  governing  body.  Fifty  percent  of  this 
governing  body  must  be  composed  of  participants  in  the  program,  relatives 
of  participants,  and  community  representatives.  No  one  may  serve  on  the 
governing  body  who  has  a  financial  interest  in  the  center. 

Before  renewal  of  the  license,  a  special  permit  or  Medi-Cal  certifi- 
cation, the  Department  of  Health  will  conduct  an  on-site  financial, 
management,  medical  and  licensing  review.  An  ongoing  monitoring  program 
and  fiscal  controls  are  also  established. 

The  Adult  Day  Health  Care  Program  must  offer  at  least  the  following 
services:  rehabilitation  services,  occupational  therapy,  physical  thera- 
py, speech  therapy,  medical  services,  supervised  by  a  physician,  which 
emphasize  prevention,  treatment,  rehabilitation  and  continuity  of  care, 
and   also   provide   for  the  maintenance  of  adequate  medical   records;  and 
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professsional  nursing  services,  rendered  by  professional  nursing  staff 
who  periodically  evaluate  the  particiular  nursing  needs  of  each  partici- 
pant and  provide  the  care  and  treatment  that  is  indicated.  Other  per- 
sonal care  services  include;  self-care  services,  oriented  toward  activi- 
ties of  daily  living  and  personal  hygiene;  and  nutrition  services. 

The  Day  Care  Program  must  provide  a  minimum  of  one  meal  a  day,  which 
is  of  suitable  quality  and  quantity  as  to  supply  at  least  one-third  of 
the  daily  nutritional  requirement.  Special  diets  and  supplemental 
feedings  must  be  available  if  indicated.  Dietary  consultation  and 
education  for  the  participant  and  his  family  is  a  necessary  adjunct  of 
the  service.  Psychiatric  and  social  services,  activity  services,  trans- 
portation services  and  emergency  services  must  also  be  available. 

We  do  have  Adult  Day  Health  Care  in  place  right  now.  They  have  had 
one  public  hearing,  which  is  the  normal  process  we  go  through  on  the 
regulations.  We  do  have  still  some  interesting  problems  which  call  for 
very  heavy  legislative  oversight.  You  know,  it  is  one  thing  for  a  legis- 
lator to  introduce  legislation,  go  back  to  the  districts  and  tell  the 
people  concerned  that  I  have  introduced  this.  It  is  another  thing  to  see 
it  through  the  whole  system  and  get  it  passed,  and,  even  more  significant 
after  it  is  passed,  you  have  to  follow  through  with  intensive  oversight 
to  make  sure  that  the  legislative  intent  is  carried  out  by  the  adminis- 
tration. Far  too  often,  legislators  don't  follow  through.  On  this 
particular  bill,  we  are  following  through  very,  very  closely. 

Now,  to  us,  from  our  experience,  Adult  Day  Health  Care  is  not 
considered  the  answer.  It  is  considered  to  be  one  element,  one  compo- 
nent, but  a  very  important  component  because  we  think,  Adult  Day  Health 
Care,  can't  exist  alone.  You  need  a  variety  of  other  services.  It 
can  help  us  make  the  argument  that  we  do  need  a  continuum  of  care.  We 
put  that  right  in  the  intent  language  of  AB  1611,  "include  the  services 
of  Adult  Day  Health  Centers  as  a  benefit  under  the  Medi-Cal  Act,  which 
shall  be  an  initial  and  integral  part  in  the  development  of  an  overall 
plan  for  a  coordinated,  comprehensive  continuum  of  optional  long  term 
care  services  based  upon  appropriate  need." 

So,  we  are  beyond  nursing  homes  and  alternatives.  A  nursing  home, 
we  found  out,  is  one  of  the  alternatives.  Adult  Day  Health  Care  is  one 
of  the  alternatives.  What   is  needed  is  a  continuum  of  care  system. 

So,  at  the  same  time,  we  had  another  bill  going  through,  AB  998— and 
I  can't  explain  to  you  why  it  has  that  number  998  because  it  came  after 
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the  other  bill,  which  is  1611.  It  is  very,  very  complex.  It  is  very 
funny.  We  amended  it  to  another  bill  that  killed  the  other  part  of  the 
bill  and  gave  us  998.  It  was  very  strange,  but  the  power  of  the  Speaker 
goes  a  long  way. 

998  is  our  attempt  to  develop  a  continuum  of  care  in  California.  It 
calls  for  pilot  projects  in  multi-purpose  senior  services.  The  name 
"multi-purpose  senior  services"  instead  of  "continuum  of  care",  or  "long 
term  care  comprehensive  system",  is  another  involved  thing.  When  there 
was  a  bill  previously  passed  with  that  name  and  people  would  have  been 
offended,  they  thought  it  had  done  something;  it  had  done  nothing,  but  we 
kept  the  name. 

The  idea  behind  AB  998  is  to  demonstrate  and  evaluate  the  effects  of 
providing  through  a  single  programmatic  source  the  full  range  of  social 
and  health  services  needed  by  persons  65  who  are  at  risk  of  long  term 
care  institutionalization. 

The  bill  is  very  broad  and  very  general.  We  really  didn't  have  time 
on  this  legislation  to  do  the  kind  of  job  we  wanted  to  do.  So,  the  only 
thing  we  could  do  was  to  intensify  even  more  our  oversight  to  make  sure 
that  Governor  Brown's  administration  implements  it  the  way  it  was  in- 
tended by  the  legislature.  So,  we  have  worked  very,  very  closely  with 
them. 

I  don't  think  it  is  oversight  any  more  in  the  case  of  this  bill,  and 
it  is  because  of  the  Speaker's  power  and  it  is  because  of  the  political 
realities  that  the  Governor  needs  the  Speaker,  that  it  is  no  longer 
oversight,  it  is  more  like  insight  because  we  sat  down  right  with  the 
people  that  put  this  together. 

The  bill  calls  for  two  models — a  brokerage  model  to  be  built  on  an 
integrated  process  into  the  current  structure  of  categorical  services. 
The  brokerage  multi-purpose  senior  service  center  will  basically  provide 
comprehensive  assessment  and  case  management.  The  bulk  of  needed  ser- 
vices will  be  reimbursed  through  various  categorical  programs  with  the 
project  coordinating  and  filling  in  the  gaps. 

The  consolidated  model--and  that  is  the  one  that  both  our  adminis- 
tration and  the  legislature  is  more  interested  in — will  radically  re- 
structure the  current  system.  The  consolidated  model  will  not  only 
provide  comprehensive  assessment  and  case  management  but  will  directly 
provide  or  purchase  all  needed  services  for  the  at-risk  elderly.    It  is  a 
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very  complicated  and   involved  proposal  we  have,  but  the  legislature  is 
very  committed. 

We  have  $2  million  in  our  budget  already.  We  have  another  million 
dollars  that  we  will  get  in  the  next  year's  budget.  We  have  earmarked  a 
million  and  a  half  in  Title  XX  monies,  and  we  have  $5  million  in  Older 
American  Act  money.  But  in  order  to  do  what  we  want  to  do  we  need 
Federal  waivers. 

The  first  thing  we  did— and  again  we  had  tremendous  public  support 
for  this;  it  went  hand-in-hand  with  AB  1611— we  put  out  a  concept  paper 
on  what  it  was  we  were  trying  to  do.  That  went  out  to  professionals  in 
the  field  of  aging,  social  services  and  health  services  and  to  older 
people,  themselves,  for  their  comments  and  their  suggestions.  We  incor- 
porated their  comments  and  suggestions,  into  the  next  concept  paper.  We 
kept  narrowing  down  the  focus  of  what  we  were  trying  to  do. 

Then,  we  sent  out  letters  of  intent  to  find  out  how  many  agencies  in 
the  St  ate 'and  how  many  community  groups  were  interested  in  a  continuum  of 
care  system.  The  elder  person,  himself,  is  a  very  key  component  in  the 
multi-disciplinary  team  that  devises  the  plan  for  the  individual.  The 
plan  is  changed  based  on  any  changes  in  the  treatment  of  the  older 
person.  This  is  what  we  were  aiming  for.  We  got  over  90  responses  from 
people  throughout  the  State,  from  different  organizations,  which  impres- 
sed us  with  the  fact  that  the  time  has  really  come  to  shift  our  direc- 
tions and  to  really  establish  in  the  communities  these  continuum  of 
care  systems. 

This  is  the  final  draft  of  our  request  for  waivers.  It  can  be 
improved  upon,  I  am  sure.  It  is  based  upon  not  only  California's  exper- 
ience but  what  has  gone  on  in  other  States  that  have  mounted  similar 
initiatives.  We  have  no  pride  of  authorship  in  any  way.  But  we  do  have 
some  dedicated  leadership,  so  much  so,  that  a  week  ago,  we  went  to 
Washington.  It  is  the  first  time  in  the  history  of  California  that  a 
Speaker  of  the  Assembly,  who  is  a  very  close,  professional,  personal 
friend  of  Hale  Champion's,  hand-delivered  our  request  for  waivers.  We 
got  a  very  encouraging  positive  response. 

What  we  were  seeking  was  the  granting  of  the  waivers  and,  in  addi- 
tion to  that,  we  want  to  have,  as  this  conference  has  stated  in  the 
literature  I  read,  a  partnership.  We  want  them  to  be  partners  with  us  on 
this  project  in  the  form  of  Federal  personnel,  HEW  personnel  with  some 
real  expertise.     We  would  like  to  have  them  in  key  roles,  positions  of 
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power  on  the  implementation  of  this  project.  In  addition  to  that, 
we  asked  for  a  technical  assistance  team  made  up  of  State  people  and 
Federal  people.  Of  course,  the  waiver  will  go  through  the  normal  process. 
We  are  expecting  adjustments,  adaptations,  whatever  it  takes.  But  it  was 
a  very  positive  response,  and  I  think  Hale  Champion's  attitude  is  that  it 
is  time  we  started  moving  in  this  direction.  Some  of  the  things  I  have 
read  in  the  paper  lately  indicate  that  that  may  be  the  case. 

We  also  met  with  the  Commissioner  on  Aging,  Robert  Benedict,  and 
his  whole  attitude  and  philosophy  is  certainly  in  tune  with  what  we  found 
out  in  California.     He  seems  to  be  moving  in  that  direction. 

The  very  idea  that  HEW  is  going  to  come  out  with  a  major  initiative 
next  year  on  the  long  term  care  issue  is  another  positive  sign. 

So,  we  think  that  the  momentum  is  with  everyone  who  is  concerned 
about  shifting  public  policy  away  from  institutionalization  to  making 
institutionalization  just  an  option  for  those  people  who  only  need  that 
within  a  continuum  of  care  system.  Also,  I  think  that  it  is  probably 
time  for  all  of  us  from  all  of  the  States  that  are  working  on  this  and  do 
have  initiatives  to  approach  our  legislators  to  make  the  development  of 
continuum  of  care  a  priority.  I  believe  every  legislature  is  a  member 
of  the  National  Council  of  State  Legislatures,  or  even,  if  you  would,  the 
Administration  to  the  National  Council  of  State  Governments. 

That  brings  us  to  where  we  are  today,  except  for  one  other  signifi- 
cant thing.  It  was  either  yesterday  morning  or  this  morning — I  get  a 
little  confused  as  to  day  and  time,  but  our  Speaker  was  meeting  with 
Califano  in  San  Francisco  at  a  private  breakfast  meeting,  pushing  the 
same  thing.  All  of  these  things  are  significant.  I  think  you  have  to 
use  every  avenue,  every  approach  you  can.  I  hope  everybody  understands 
that  California  is  not  in  the  lead  on  the  initiatives  but  we  are  moving, 
and  we  would  like  to  move  in  unison  with  all  of  the  other  States  that  are 
concerned  about  this. 

Thank  you. 
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DAVID  A.  RUST:  Ladies  and  Gentlemen,  it  is  indeed  a  pleasure 
to  be  with  you  this  morning  to  share  with  you  my  insight  on  some  of  the 
legislative  activities  of  the  95th  Congress.  Before  touching  upon 
specific  legislative  proposals  permit  me  to  give  you  some  background 
on  the  committee  structure  as  it  effects  programs  and  public  policies 
impacting  on  older  Americans.  I  am  a  professional  staff  member  serving 
the  three  minority  Senators  on  the  U.S.  Senate  Committee  on  Aging. 
The  Committee  on  Aging  is  a  non-legislative  committee  which  handles  no 
legislation  but  has  broad  oversight  jurisdiction  covering  a  wide  range  of 
issues  that  are  of  interest  and  concern  to  the  elderly.  The  various 
standing  committees  have  more  narrowly  defined  legislative  jurisdiction, 
but  within  their  jurisdiction  they  may  process  legislation  which  has 
a  direct  impact  on  the  well-being  of  older  Americans. 

For  instance,  Medicare/Medicaid/SSI/Welfare  Reform  legislation, 
etc.  goes  to  the  Senate  Finance  Committee 

The  Older  Americans  Act,  the  Older  American  Volunteer  Programs 
(RSVP,  Foster  Grandparents,  and  Senior  Companions)  continuing 
education,  mandatory  retirement,  etc.  fall  within  the  legislative 
jurisdiction  of  the  Senate  Human  Resources  Committee. 

Housing  legislation  falls  under  the  purview  of  the  Banking, 
Housing  and  Urban  Affairs  Committee. 

The  Senate  Special  Committee  on  Aging  can  focus  on  all  of  these 
areas  and  more.  My  former  boss,  Senator  3.  Glenn  Beall,  Jr.,  of  Mary- 
land, was  the  Ranking  Minority  Member  on  the  Human  Resources  Committee's 
Subcommittee  on  Aging  for  six  years  and  a  member  of  the  Senate  Special 
Committee  from  1973  to  1977.  Thus,  I  have  had  an  opportunity  to  view 
this  process  from  both  the  oversight  and  the  legislative  committee's 
frame  of  reference. 

As  many  of  you  know,  there  is  an  old  saying  that  a  camel  is  a 
horse  designed  by  a  committee.  Congress  is  the  committee  that  designed 
Medicare,  Medicaid,  the  Older  Americans  Act,  etc.  If  you  think  these 
programs  are  somewhat  strange  looking  and  awkward--the  blame  can  probably 
be  laid  at  the  feet  of  Congress.  Congressmen  and  Senators  like  to 
talk  about  developing  a  comprehensive  coordinated  service  delivery 
mechanism.  (I  know,  I  have  written  that  line  into  more  than  one  Sena- 
torial speech.)  But  Congress  is,  in  many  ways,  institutionally  unable 
to  really  move  in  that  direction.  Conflicting  committee  jurisdictions, 
personality  differences,   turf  battles  within  the  Executive  Branch,  and 
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the  conflicting  goals  and  interests  of  various  lobby  groups  all  work  to 
fragment  the  legislative  process.  By  the  time  the  Executive  Branch 
implements  the  statutes  with  rules,  regulations,  guidelines,  etc., 
we  end  up  with  a  service  delivery  mechanism  that  is  neither  comprehensive 
nor  coordinated.  I  think  I  can  say  without  fear  of  contradiction, 
that  we  still  make  people  fit  our  progrms  rather  than  shape  our  programs 
to  fit  the  people  who  need  them. 

If  a  person  only  needs  social  services  or  some  congregate  nutri- 
tion services,  he  or  she  may  find  that  the  programs  operated  under  the 
Older  American  Act  meet  their  needs.  If  a  person  is  reasonably  healthy, 
has  some  income  and  assets,  and  a  dependable  family  or  informal  support 
mechanism — they  will  find  their  Medicare  coverage  to  be  adequate. 

If  the  person  is  poor  enough,  or  after  he  or  she  spends  themselves 
down  into  poverty,  they  will  probably  find  that  Medicaid  meets  almost 
all  their  medical  expenses. 

But,  a  local  program  administrator  may  find  it  difficult  to  coordin- 
ate services  when  Title  XX  mandates  a  "means  test"  and  the  Older  Ameri- 
cans Act  forbids  one. 

The  point  I  am  making  is — heaven  help  the  elderly  person  who  does 
not  know  how  to  "enter  the  system"  but  who  needs  a  mix  of  medical  and 
non-medical  services  in  a  non-institutional  setting.  If  that  person  is 
not  poor  enough  or  does'nt  need  two  or  more  services,  or  has  not  been 
in  the  hospital  for  at  least  three  days,  etc.  he  or  she  is  in  real 
trouble . 

I  do  not  want  to  leave  you  with  the  impression  that  I  am  opposed 
to  all  devices  designed  to  control  costs  and  over-utilization.  Rapidly 
rising  costs  in  Federal  programs  and  in  the  Federal  deficit — and  the 
corresponding  rise  in  the  cost-of-living  would  defeat  everything  you 
and  I  are  trying  to  do  for  senior  citizens.  Inflation  is  devastating 
for  older  Americans  living  on  fixed  incomes  and  I  believe  the  best 
thing  government  could  do  for  the  elderly  would  be  to  bring  the  rising 
cost-of-living  under  control.  But  that  is  a  different  topic  and  not 
necessarily  the  one  this  seminar  is  designed  to  explore. 

The  95th  Congress  has  enacted  or  will  soon  enact  several  bills 
that  will  have  a  direct  impact  on  the  elderly  and  on  your  programs 
at  the  local  level: 
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National  Energy  Legislation 
Tax  Reduction  Legislation 

Amendments  to  the  Age  Discrimination  and  Employment 

Act  (Mandatory  Retirement) 
Amendments  to  the  Age  Discrimination  Act  of  1975 
1978  Amendments  to  the  Older  Americans  Act  of  1965 

Let  me  take  just  a  few  minutes  to  briefly  discuss  the  background 
of  the  Older  Americans  Act  and  some  of  the  major  changes  which  are 
mandated  in  the  recent  amendments. 

The  Older  Americans  Act  was  first  enacted  in  1965  and  it  was 
reauthorized  in  1967,  1969,  1973,  and  1975.  This  statute  (1)  esta- 
blishes the  Administration  on  Aging  within  the  Department  of  Health, 
Education,  and  Welfare;  (2)  strengthens  State  and  local  offices  on 
aging;  (3)  provides  grants  to  the  States  for  various  social  services, 
nutritional  services  and  home  delivered  meal  services;  (4)  funds  research 
in  the  field  of  aging,  and  training  programs  to  provide  the  personnel 
needed  to  staff  the  growing  aging  "network";  (5)  encourages  the  develop- 
ment of  multipurpose  senior  centers  to  serve  as  community  focal  points 
for  service  delivery;  and  (6)  authorizes  the  Department  of  Labor  to 
operate  a  part-time  public  service  employment  program  for  older  workers. 

Today  there  are  over  560  Area  Agencies  on  Aging  across  the  country 
covering  approximately  90  percent  of  the  eligible  population.  The 
nutrition  program  serves  over  450,000  meals  per  day  and  approximately 
47,500  low-income  individuals  age  55  or  over  hold  part-time  jobs  under 
Title  V  Community  Service  Employment  Program. 

Congressional  support  has  been  reflected  in  the  steady  increase 
in  appropriations  for  the  programs  authorized  under  this  Act.  In  1966, 
Congress  appropriated  $7.5  million  for  aging  programs.  In  1978,  that 
figure  rose  to  $696.7  million.  The  1978  Amendments  to  the  Older  Ameri- 
cans Act  constitute  a  dramatic  reshaping  of  the  statute  but  they  do 
not  reflect  any  diminuition  of  Congressional  support  for  these  programs. 

The  soon-to-be-enacted  conference  report  on  the  1978  Amendments 
to  the  Older  Americans  Act  will: 

1.    Consolidate  Title  III  (social  services), 
Title  V  (senior  centers),  and  Title  VII 
(nutrition  services)  into  a  single  Title. 
The  consolidated  Title  contains  three  separate 


-90- 


authorizations  for:     (1)  social  services 
(2)  nutrition  services,  and  (3)  home  delivered 
meal  services.     The  bill  anticipates  the  develop- 
ment of  additional  legal  services,  multi-purpose 
senior  centers,  and  nursing  home  ombudsman  services. 

2.  A  number  of  provisions  throughout  the  bill  will 
enhance  the  delivery  of  services  to  the  rural 
elderly.    Rural  outreach  will  be  expanded,  and 
greater  emphasis  will  be  placed  on  training 
rural  service  providers.     In  addition,  each  State 
will  be  reguired  to  set  aside  5  percent  of  its 
allotment  to  expand  the  delivery  of  services 

in  rural  areas.     This  latter  provision  replaces 
the  interstate  rural  funding  formula  which  was 
approved  in  the  Senate  bill. 

3.  The  conference  report  establishes  a  new  title 
"Grants  for  Indian  Tribes."    Under  this  title 
Indian  tribes  can  be  directly  funded  from  Washington 
instead  of  going  through  the  States  and  Area  Agencies 
on  Aging.     The  services  provided  under  Title  VI 

will  be  similar  to  those  provided  under  Title  III 
and  will  aid  elderly  Indians  over  the  age  of  60. 

4.  The  bill  reauthorizes  and  expands  the  Title  V 
program  (formerly  Title  IX)  which  provides  part- 
time  public  service  employment  for  low-income 
elderly.    Approximately  47,500  elderly  individuals 
are  currently  enrolled  in  this  program. 

5.  The  conference  report  authorizes  the  President  to 
convene  a  White  House  Conference  on  aging  in  1981 . 

6.  It  directs  the  Civil  Rights  commission  to  study 
racial  and  ethnic  discrimination  in  programs  for 
older  Americans. 

7.  It  strengthens  the  Age  Discrimination  Act  of 
1975  by  providing  a  private  right  of  action  for 
individuals  seeking  relief  under  the  Act.     It  also 
deletes  the  term  "unreasonable"  from  the  prohibi- 
tion on  age  discrimination. 
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8.  The  new  Act  extends  for  three  additional  years 
the  Older  American  volunteer  programs  which  are 
presently  administered  by  the  Action  Agency 
(RSVP,  Foster  Grandparents,  and  Senior  Companions). 

9.  In  fiscal  1981,  the  new  Act  requires  the  States 
to  increase  their  local  match  by  5  percent,  a 
burden  which  must  be  borne  by  the  States. 

There  is  at  least  one  other  major  piece  of  legislation  which  will 
be  debated  during  the  closing  weeks  of  the  95th  Congress  that  would  be  of 
interest  to  all  of  you.  The  question  of  hospital  cost  containment  is 
triqqering  a  very  vigorous  debate  in  both  the  House  and  the  Senate. 
Whether  it  should  be  voluntary  or  mandatory  is  a  deep  philosophical 
division  which  must  be  bridged  if  any  legislation  is  to  be  enacted  in  the 
closing  days  of  this  Congress. 

Earlier  in  my  remarks  I  mentioned  the  issue  of  how  we  can  better 
deliver  medical  and  non-medical  services  in  institutional  and  non-insti- 
tutional  settings.  In  1975  my  former  boss,  Senator  J.  Glenn  Beall, 
Dr.,  introduced  S.  2702,  the  Long  Term  Care  Amendment  of  1975.  This 
legislation  would  have  established  community  long  term  care  centers  which 
would  provide  people  with  a  one-stop  entry  point  for  long  term  care 
services.  There  would  be  no  means  test  involved  and  the  person  would  be 
assessed  a  $3.00  monthly  premium  against  their  Social  Security  benefits. 
Medicare  was  never  designed  to  provide  long  term  care  services  and 
Medicaid  was  designed  to  meet  the  medical  needs  of  the  low  income .  general 
population,  not  those  specifically  related  to  the  elderly.  The  Beall 
bill  recognized  that  the  current  long  term  care  delivery  system  is  no 
longer  adequately  meeting  the  needs  of  our  older  population  and  it  would 
have  brought  about  the  institutional  and  programmatic  changes  that  are 
needed  to  develop  a  truly  comprehensive  long  term  care  strategy.  This 
bill  was  reintroduced  in  the  95th  Congress  by  Senator  Heinz  of  Pennsyl- 
vania. No  action  has  yet  been  taken  on  this  approach,  but  that  does  not 
make  the  need  for  action  any  less  valid. 

Senator  Pete  V.  Domenici,  from  New  Mexico  has  introduced  S.  2009, 
the  Home  Care  Amendments  of  1977.  This  bill  amends  the  Medicare-Medicaid 
programs  so  as  to  eliminate  a  number  of  the  costly  provisions  which 
make  it  more  difficult  to  deliver  home  health  care  services.  Medicare  s 
three  day  prior  hospitalization  requirement  and  the  hundred  visit  limita- 
tion would  be  eliminated  by  S.  2009.  In  addition,  the  bill  provides  for 
the  establishment  of  regional  intermediaries  as  well  as  an  expansion  of 
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covered  services.     Although  it  is  clear  that  the  95th  Congress  will  not 
act   on  this  bill,    it    is  an  idea  whose  time  has  come  and  we  expect  to 
push  very  hard  for  this  legislation  in  the  96th  congress  so  as  to  open  the 
way  for  more  in-home  services. 

It  has  been  a  pleasure  to  be  with  you  this  morning  and  I  will  be 
glad  to  respond  to  the  best  of  my  ability  to  any  questions  you  may  have. 
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INTRODUCTION 


INTRODUCTION 

Increasingly,  emphasis  has  been  placed  on  providing  services 
in  a  manner  that  helps  to  avoid  unnecessary  or  inappropriate 
institutionalization.     Demonstration  programs  of  alternatives 
have  been  developed  and  legislation  on  a  variety  of  different 
home-based  services  has  been  introduced  in  the  Congress.  For 
a  State  Medical  Assistance  Program,  alternatives  can  be  an 
attractive  response  to  skyrocketing  costs  of  institutional  care. 

It  must,  nonetheless,  be  recognized  that  home-based 
service  delivery  or  "alternatives"   (to  institutionalization) , 
are  in  some  cases,  newly  approved  Medicaid  benefits, 
and  in  other  cases,  can  be  interpreted  as  qualifying  under  old 
benefit  categories.     This  fact  establishes  two  obstacles  to 
implementation  of  alternatives  by  a  state  agency:  financing 
the  program  and  the  "nuts  and  bolts"  of  program  development 
and  operation.     In  the  first  instance,  state  Medicaid  agencies 
are  faced  with  tight  budgets  for  both  the  state  share  of 
Medicaid  administratives  costs,  and  the  state  share  of  Medical 
Assistance  Payments  (MAP) .     Payments  for  home-based  care 
usually  must  be  offset  by  reductions  in  other  types  of  payments 
rather  than  merely  representing  an  additional  cost  element. 
Studies  of  the  cost-effectiveness  of  home  health  care  and  other 
alternatives  indicate  that  this  concommi tan t  cost  reduction  most 
often,  is  long-term  rather  than  short-term,  thus,  financing 
remains  an  obstacle  to  program  development. 

The  nuts  and  bolts  of  program  development  are  likewise  an 
obstacle  to  the  Medicaid  Director  already  beset  by  fraud  and 
abuse  regulations,  quality  control,  and.  third  party  liability 
in  addition  to  ongoing  eligibility  determination  and  claims 
processing  problems.    The  primary  purpose  of  this  "Guide"  is 
to  assist  state  Medicaid  personnel  in  this  development  process. 
A  word  or  two  about  how  this  manual  has  been  developed  is 
probably  in  order. 
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The  initial  objectives  of  the  Health  Care  Financing 

Administration  in  contracting  for  the  development  of  this 

Guide  were  to: 

©    reduce  the  inappropriate  institutionalization 
of  the  elderly  and  functionally  disabled, 

•  facilitate  the  development  of  health  and  social 
services  which  prevent  inappropriate  institution- 
alization, and 

•  encourage  states  to  develop  Medicaid- supported 
alternative  care  programs. 

In  support  of  these  objectives,  the  National  Institute 
for  Advanced  Studies  first  conducted  a  review  of  relevant 
literature  and  grant  file  information  of  demonstration  grantees 
(predominantly  Section  1115  grant  and  waiver  demonstrations) . 
The  next  step  in  the  project  was  development  of  a  model  which 
contained  the  various  steps  in  the  process  of  developing  an 
alternative  service  or  a  package  of  alternative  services. 
The  contractor  then  visited  five  states  and  through  conversa- 
tions with  Medicaid  Directors  and  program  personnel  developed 
a  compendium  of  information  on  state  approaches  to  needs 
assessment,  program  planning,  program  development,  program 
operations,  and  program  evaluation  (the  five  process  model 
steps) .    The  contractor  is  deeply  indebted  to  personnel  in 
Virginia,  Oklahoma,  Oregon,  California,  and  New  York  for 
their  valuable  contributions  to  this  Guide.    The  information 
from  the  literature  review,  grant  files,  and  site  visits  has 
been  distilled  into  this  Guide.    It  should  be  noted  that  of 
necessity  this  guide  presents  relatively  general  approaches 
and  procedures.     (However,  a  detailed  section  on  cost  benefit 
analysis  has  been  included  to  aide  program  developers  in 
assessing  the  financial  feasibility  of  a  program.) 

Some  states  will  have  medically  needy  components  while 
others  will  serve  only  the  categorically  eligible.  Services 
will  also  vary  from  state  to  state  as  will  the  organizational 
context  (location)  of  the  Medicaid  agency  itself.    What  the 


Guide  attempts,  then,  is  to  provide  state  personnel  with 
suggestions  on  optional  approaches  to  the  different  steps 
in  the  process  of  program  development.     State  personnel  can 
then  be  selective  in  consulting  those  sections  of  the  Guide 
which  are  relevant  to  their  program  development  activities. 
It  is  also  impingent  upon  the  reader/program  developer  to 
follow  the  Guide's  suggestions  within  the  context  of  the 
organizational  and  service  characteristics  of  the  state's 
Medicaid  program. 

We  have  attempted  to  provide  a  realistic  view  here  of 
alternatives  development,  with  suggestions  oriented  to 
specific  aspects  of  program  development.     In  attempting  to  be 
realistic  we  do  not  wish  to  overemphasize  the  problems 
associated  with  alternatives  development.     This  Guide  does  not 
resolve  the  financial  plight  of  state  Medicaid  programs. 
Imagination  and  cooperation  with  other  agencies  can  result 
in  pooling  of  resources  such  as  Titles  III  and  VII  of  the 
Older  Americans  Act  and  Title  XX  of  the  Social  Security  Act  to 
augment  Medicaid  funds.     The  authors'  experience  in  state 
government,  however,  suggests  that  ultimately  state  Medicaid 
personnel  are  genuinely  concerned  with  the  welfare  of  the 
Medicaid  eligible  individual.     Quality  of  life  improvements 
that  result  from  staving  off  institutionalization  have  appeal 
for  program  personnel.     If  reasonable  effort  is  exerted  to 
control  costs  and  keep  alternatives  costs  within  previous 
expenditure  levels  with  the  promise  of  actual  cost  reductions 
in  the  future,  governors,  budget  offices  and  legislatures 
will  likewise  most  often  be  supportive  of  alternatives  develop- 
ment. 

Medicaid  laws  and  regulations  by  definition  must  serve  the 
poor,  the  elderly  and  the  functionally  disabled.    Medicaid  staff 
can  derive  considerable  satisfaction  from  the  knowledge  that  their 
efforts,  in  many  cases  substantial  efforts,  have  resulted  in  an 
elderly  individual's  being  able  to  remain  at  home  in  familiar  and 
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comfortable  surroundings.     This,  then,  is  the  challenge:  to 
develop  needed  services  to  maintain  the  independence  of 
individuals  for  as  long  as  medically  and  socially  possible  within 
the  constraints  of  budgetary  limitations  and  obstacles  to  program 
development.     It  is  hoped  that  this  Guide  can  be  of  some  assistance 
in  this  worthwhile  endeavor. 
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NEEDS  ASSESSMENT 


NEEDS  ASSESSMENT 


A  needs  assessment  is  usually  designed  to  answer  one  basic 
question:     What  services  are  needed  by  this  population?    In  order 
to  answer  this  basic  question,  strategies  should  be  developed 
which  outline  a  means  of:     (1)  defining  the  characteristics  of 
the  potential  client  population;    (2)  determining  which  services 
are  most  needed  (demanded) ;   (3)  determining    to  what  extent  the 
services  already  available  address  the  needs  presented;  and 
(4)  determining  the  extent  to  which  available  services  are 
coordinated  and  accessible  to  clients. 

Analyses  such  as  the  above  will  help  to  identify  the  current 
needs  of  the  client  population,  i.e.,  significant  gaps  between 
the  services  the  clients    need  and  the  services  the  clients 
receive . 


1.     HOW  IS  THE  POTENTIAL  SERVICE  POPULATION  DEFINED? 

•    Most  often  program  planners  are  acquainted  with  a 
very  broad  service  population  (e.g.  the  functionally 
disabled) .     It  is  usually  too  ambitious  to  attempt  to 
design  a  program  which  addresses  such  a  broad  service 
population.     Therefore,  information  should  be  collected 
initially  on  this  broad  group  which  will  allow  for  the 
identification  of  the  segment  of  this  population  which 
is  most  needy. 

For  example,  in  California  the  Department  of  Health  has 
developed  a  needs  assessment  methodology  which  is  based 
upon  the  identification  of  "cluster  groups"  which 
share  similar  needs.    A  total  of  12  clusters  were 
identified  after  studying  developmentally  disabled 
individuals  in  state  hospitals  who  would  be  eligible  for 
community  alternative  programs  if  they  existed.     Each  of 
the  clusters  were  defined  according  to  individual 
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functioning  in  the  areas  of:     1)   self  sufficiency, 
2)  motor  coordination,  3)  communication,  and  4)  self 
control.     The  12  clusters  represented  a  continuum; 
the  first  cluster  was  composed  of  the  most  disabled 
individuals  and  the  last  cluster  composed  of  the  least 
disabled  individuals.    These  clusters  are  used  as  the 
basis  for  identifying  group  service  needs  and  subse- 
quently, program  development.    Other  methods  of  obtaining 
information  on  a  service  population  include: 

m    Conduct  A  Consumer  Survey  - 

This  type  of  survey  is  one  which  attempts  to 
gauge  the  attitudes  of  consumers  through  the 
use  of  a  questionnaire  or  other  data  collection 
instruments  which  can  be  either  administered 
in  person  or  via  telephone.     These  instruments 
should  be  designed  to  be  brief  and  to  collect 
specific  information.    They  may  include  open- 
ended  response  items  (responses  recorded  in  the 
respondents  own  words) ,  closed-ended  response 
items  (items  which  the  respondent  answers  by 
selecting  one  of  the  responses  provided) ,  or 
both.    Following  are  examples  of  both  types 
of  response  items. 

1.     (Open-Ended  Response  Item) 

What  type  of  services  would  you  like 
to  see  offered  by  the  new  program? 


2.     (Closed-Ended  Response  Item) 

Which  of  the  following  services  would 
you  like  the  new  program  to  offer? 
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(INTERVIEWER:     READ  LIST) . 

_____  Home  Health  Service   Transportation 

  Homemaker  Services  Services 

_       ..  _  Nutrition  Ser- 

Legal  Services  — — 
— -      '  vices 

Closed-ended  items  lend  themselves  to  quantitative 
analyses,  while  those  using  all  open-ended  items 
lend  themselves  to  qualitative  analyses.  For 
most  cases,  some  combination  of  the  two  types 
is  best. 

A  specific  example  of  the  type  of  community 
survey    which  can  be  conducted  is  that  which  was 
done  for  Oklahoma 1 s  community-based  after  care 
program  for  former  mental  patients.    This  survey, 
however,  was  conducted  during  the  first  year  of 
the  program,  rather  than  prior  to  implementation, 
and  allowed  for  an  on-going  assessment  of  client 
needs.     The  survey  involved  the  analysis  of  former 
mental  hospital  patients,  utilization  of  community 
resources,  role  problems  affecting  re-integration 
into  the  community,  ties  to  social  groups  out- 
side the  family,  recreation  patterns  and  daily 
routines,  feelings  of  stigma  and  special  problems 
affecting  patient  adjustment  and  re-integration 
into  the  community. 

The  first  stage  of  analysis  for  a  needs  assessment 
should  consist  of  preliminary  analyses  necessary 
for  the  completion  of  more  complex  analyses  (given 
the  design  of  the  survey,  sophisticated  analytical 
procedures  may  not  be  necessary) .     In  the  case  of 
open-ended  response  items,  this  stage  will  consist 
of  aggregating  the  data  collected  according  to  the 
various  response  categories  and  developing  clas- 
sification schemes.     These  schemes  can  then  be 
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used  to  assign  appropriate  codes  to  responses 
so  that,  if  required,  this  data  can  be  key- 
punched onto  computer  cards. 

In  the  case  of  closed-ended  response  items,  this 
initial  stage  will  consist  of  completing  editing 
and  coding  procedures  necessary  to  present  the 
data  in  a  form  amenable  to  quantitative  proce- 
dures.    This  information  can  also  be  keypunched 
onto  computer  cards. 

Once  coding  and  tabulation  are  completed,  the 
data  should  be  summarized  via  data-descriptive 
procedures.    Procedures  such  as  frequency  and 
percentage  distribution  are  examples  of  techni- 
ques for  describing  the  data  in  some  summary 
fashion.    When  these  tallies  are  completed, 
variable  relationships  can  be  assessed  if  such 
variables  have  been  identified. 

Review  of  Secondary  Sources 

Secondary  sources  include  federal,  state  and 
local  government  data,  census  data,  published 
materials  (e.g.  books,  journal  articles,  news- 
paper articles) .    These  sources  often  contain 
information  which  documents  the  results  of  other 
needs  assessments  for  the  same  broad  service 
population  being  investigated.    Reviewing  these 
sources  first  can  eliminate  the  possibility  of 
duplication  of  effort.    For  example,  all  state 
agencies  on  aging  and  agencies  requesting  Title 
XX  funding  are  required  to  conduct  a  needs 
assessment  before  their  funding  requests  are 
approved.     Similarly,  State  Health  Planning  and 
Development  Agencies  (SHPDAs)  and  local  Health 
Systems  Agencies  (HSAs)  aggregate  data  on  their 
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respective  service  areas.    Another  potential 
source  of  secondary  data  are  state  and  local 
government  planning  departments.     In  summary, 
the  wealth  of  secondary  data  sources  suggests 
that  individualized  surveys  for  general  popula- 
tion data  should  not  be  necessary  .    Aside  from 
providing  information  on  the  results  of  similar 
needs  assessments,    previous  studies  can  also 
provide  valuable  background  information  on  pre<- 
vailing  treatment  philosophies  and    new  placement 
theories,  and  <xan     help  to  bring  program 
planners  "up-to-date."    Through  this  process 
program  planners  can  also  note  any  special  pro- 
blems which  demand  immediate  solutions. 

—    Review  of  Records  of  Other  Agencies  - 

Interagency  collaboration  is  essential  if  a  new 
program  is  to  be  launched.    All  agencies  which 
might  have  any  association  with  the  broad  service 
population  being  investigated  should  be  contacted 
in  an  effort  to  secure  their  cooperation  in  having 
their  records  reviewed.    This  review  can  be  con- 
ducted by  these  external  program  planners,  or,  if 
necessitated  by  confidentiality  restrictions,  by  the 
agency's  own  internal  staff.    Aside  from  helping  to 
define  the  new  program's  service  population,  agency 
records  can  indicate  the  level  of  client  partici- 
pation in  past  programs,  most  often  used  services, 
underutilized  services,  problems  encountered, 
and  identify  existing  resources  and  gaps  in 
resources . 

••    Use  of  Expert  Consultants  - 

Instead  of  a  review  of  secondary  sources ,  or  to 
supplement  such  a  review,  program  planners  might 
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elect  to  consult  with  known  experts  in  the 
field.     These  experts  can  be  identified  by  con- 
tacting local  professional  associations,  universi- 
ties and  service  agencies.     Once  identified, 
these  experts  can  be  surveyed  in  a  manner  similar 
to  that  used  for  the  consumer  survey;  however,  the 
program  planners  may  want  to  address  different 
questions  to  each  of  the  consultants,  depending 
upon  their  area  of  specialty.     In  any  case,  the 
consultants  should  be  asked  to  prepare  written 
responses  to  questions  posed,  or,  if  a  "round 
table"  discussion  is  to  be  held,  provision  should 
be  made  to  record  the  proceedings.    These  measures 
insure  that  all  information  is  retained  in  a 
form  which  will  facilitate  its  review  at  a  later 
date. 

••    Use  Of  An  Advisory  Group  - 

Another  means  of  using  expert  consultants  is  to 
invite  them  to  serve  as  members  of  an  advisory 
group,  along  with  consumers,  agency  personnel, 
and  other  public  or  private  officials.  Such 
advisory  groups  can  pool  the  knowledge  of  their 
members  and  can  help  to  identify  which  segment 
of  the  broad  service  population  being  investigated 
is  most  in  need  of  services. 

2.  ONCE  THE  PROFILE  ON  THE  SERVICE  POPULATION  TO  BE  SERVED  HAS 
BEEN  COMPLETED,  WHICH  METHODS  CAN  BE  USED  TO  DETERMINE  THE 
GREATEST  NEED  FOR  SERVICES? 

•    The  information  collected  must  be  analyzed  so  that  a 

list  of  problems /needs  can  be  developed  and  prioritized. 
This  prioritized  listing  will  become  the  basis  for  the 
selection  of  those  problems/needs  which  will  be  considered 
in  selecting  those  services  which  will  be  offered  by  the 
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new  program.     The  list  of  problems  should  be  prioritized 
in  terms  of: 

«•    Number  of  Persons  Involved  - 

The  frequency  with  which  a  particular  need  occurs 
is  a  key  indicator.     If  analysis  of  the  collected 
information  identifies  that  300  elderly  citizens 
are  without  transportation,  while  50  are  in  need 
of  leisure  time  activities,  it  is  clear  that 
transportation  is  the  more  pressing  need. 

Intensity  of  Problem  - 

Identified  needs  must  also  be  assessed  in  terms 
of  their  severity;  in  the  case  of  the  functionally 
disabled,  a  major  consideration  would  be  those 
needs  which  endanger  their  ability  to  sustain 
themselves  in  the  community  and  which  might  lead 
to  premature  institutionalization. 

Probability  of  Success  - 

A  need  which  occurs  frequently  and  is  seen  as 
critical  must  also  be  assessed  in  terms  of  the 
likelihood  of  designing  a  program  which  can 
adequately  meet  the  need.     Program  planners  must 
be  careful  not  to  be  too  ambitious  in  selecting 
those  needs  to  be  addressed. 

Impact  on  Other  Needs  - 

Any  prioritization    of  needs  must  take  into 
account  how  a  particular  problem  impacts  other 
needs  and  whether  its  resolution  will  have  a 
positive  effect  on  these  other  needs.    For  exam- 
ple, the  provision  of  nutrition  services  to 
the  homebound  elderly  may  improve  their  health 
status  to  a  point  where  they  no  longer  need 
certain  health  services. 
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••    Logical  Sequence  of  Service  Delivery  - 

Program  planners  should  determine  the  correct 
sequence  of  service  delivery  so  that  the  identi- 
fied problems  can  be  addressed  in  a  logical  order. 
For  example,  lack  of  transportation  and  nutrition 
services  may  represent  two  needs  of  an  area's 
handicapped  population.     But  if  nutrition  services 
are  provided  without  the  development  of  transporta- 
tion services  to  enable  the  handicapped  to  obtain 
these  services,  then  the  new  services  will  be 
underutilized.     The  logical  sequence  would  have 
been  to  meet  the  need  for  transportation  services 
first,  and  then  provide  nutrition  services. 

•©    Time  Available  - 

Program  planners  should  determine  the  length  of 
time  that  is  required  to  adequately  address  the 
identified  needs.     The  time  required  for  the 
resolution  of  each  need  should  be  assessed  in 
terms  of  such  factors  as    fox  how  long  funding  can 
be  secured,  how  long  it  will  take  to  hire  and 
train  staff,  and  the  time  it  will  take  to  fully 
operationalize  the  program. 

••    Resources  Needed  - 

Each  of  the  needs  identified  through  the  data 
analysis  will  require  a  commitment  of  resources 
if  the  need  is  to  be  met.     In  developing  the 
prioritized  list,  the  level  of  resources  needed 
to  address  each  problem  should  be  compared. 

••    Cost  vs.  Benefits  - 

Given  the  general  lack  of  resources  that  con- 
fronts most  program  planners ,  it  is  best  to  try 
and  determine  how  one  can  accomplish  the  most 
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with  the  least  amount  of  expenditure,  while 
considering  all  other  factors.    The  benefits 
to  be  accrued,  and  any  "spillover"  effects  which 
would  result  from  the  implementation  of  the 
program  should  be  weighed  in  light  of  the  resources 
required . 

Suitability  for  Achieving  Coordination  - 

The  prospects  for  coordinating  the  programs 
efforts  with  other  related  efforts  to  produce  a 
greater  impact  is  a  final  criterion  to  be  used  in 
prioritizing  the  identified  needs. 


3.     THE  ABOVE  PRIORITIZATION  PROCESS  WILL  ENABLE  THE  PROGRAM 

PLANNER  TO  IDENTIFY  THE  NEEDS  TO  BE  ADDRESSED  BY  THE  PROGRAM 
AND  THE  SPECIFIC  TARGET  POPULATION  TO  BE  SERVED.  AFTER  THIS 
STAGE  OF  NEEDS  ASSESSMENT,  HOW  IS  EXISTING  SERVICE  AVAILABI- 
LITY TO  BE  EVALUATED? 

•    Before  planning  further  for  the  program,  surveys  should  be 
conducted  to  determine  if  any  of  the  proposed  services  are 
currently  being  offered  in  the  community  or  state,  but 
perhaps  are  not  being  utilized  for  some  reason.     Such  an 
evaluation  at  this  stage  would  preclude  the  duplication 
of  services,  and  could  perhaps  identify  the  reasons  why 
these  needed  services  are  being  underutilized  (e.g.  poor 
advertisement) .     The  evaluation  of  service  availability 
would  involve  the  following: 

••    Survey  of  Present  Community  Resources  - 

This  type  of  survey  is  really  a  cataloging  of 
all  the  community  organization  resources  which 
could  be  used  by  the  programs  target  population. 
Such  resources  might  include  churches,  social 
service  agencies,  activity  centers  and  civic 
associations . 
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mm    Comprehensive  Service  Survey  - 

This  type  of  survey  catalogs  all  of  the  existing 
services  which  are  available  to  the  program's 
target  population.     In  conducting  this  survey, 
the  program  planner  should  be  attuned  to  the 
various  types  of  services  which  must  be  included 
in  this  process:     1)  preventive  services,  2)  out- 
reach services,  3)  training  services,  4)  indirect 
services  (counseling,  placement,  testing,  etc.), 
and  5)  direct  services  (health  services,  transpor- 
tation services ,  social  services ,  etc . ) . 

Several  cost-effective  methods  of  surveying  ser- 
vice availability  present  themselves  to  the 
Medicaid  program  development  staff -member .  First, 
where  Medicaid  programs  involve  county  personnel 
the  stage  program  can  mail  a  survey  instrument 
to  all  county  Medicaid  program  directors  asking 
for  an  itemization  of  services  available  (regard- 
less of  agency)  in  the  county.     In  place  of,  or 
in  addition  to,  such  a  survey  the  state  Medicaid 
program  can  seek  the  cooperation  of  another 
branch  or  another  agency  in  securing  information. 
For  example,  in  preparing  for  the  development 
of  "the  community  care  organization"  a  Medicaid 
initiated  alternatives  program  in  Wisconsin, 
the  Medicaid  program  development  staff  prepared 
a  questionnaire  which  was  subsequently  mailed 
by  the  Secretary  of  the  State  Department  of 
Health  and  Social  Services  to  all  county  Depart- 
ments of  Social  Services.     The  data  obtained 
permitted  development  staff  to  analyze  service 
availability  and  gaps  on  a  county-by-county 
basis.     The  data  was  also  useful  in  identifying 
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an  initial  county  site  for  program  implementation. 


HOW  ARE  EXISTING  SERVICE  COORDINATION  AND  ASSESSIBILITY  TO 
BE  EVALUATED? 

•    In  cataloging  existing  community  resources  and  services, 
program  planners  have  an  opportunity  to  develop  strategies 
to  avoid  future  duplication  of  these  subjects  and  resources. 
Two  such  strategies  are: 

••    Information  Sharing  Mechanisms  - 

One  method  of  insuring  that  services  aren't 
duplicated  is  to  develop  information-sharing 
mechanisms  which  maintain  a  continually  up-dated 
data-bank  on  existing  resources  and  services. 
All  of  the  agencies  and  organizations  involved 
would  have  to  cooperate  in  the  upkeep  of  this 
data  bank. 

Or,  program  planners  might  opt  to  involve  these 
same  agencies  and  organizations  in  a  series  of 
training  sessions  which  aim  to  improve  the  coor- 
dination of  similar  functions.    This  was  the 
objective  of  a  training  project  which  was  spon- 
sored by  Oregon's  Division  of  Mental  Health  of 
the  Department  of  Human  Resources.    This  train- 
ing project  was  designed  to  create  a  common 
approach  to  long  term  care  placement  which  would 
be  used  by  the  providers  of  mental  health  ser- 
vices (state  institutional  staff,  community  pro- 
gram staff,  psychiatrists  and  social  workers) . 
The  training  sessions  focused  on:    1)  developing 
a  shared  approach  to  client  assessment  for  place- 
ment, 2)  developing  a  consensus  on  treatment 
priorities,  3)  improving  providers'  assessment 
skills,  4)  improving  providers'  skills  in  setting 
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treatment  priorities,  5)  increasing  providers' 
familiarity  with  various  approaches  to  treatment, 
6)  developing  a  shared  approach  to  assessment  of 
placement  environments ,  and  7 )  increasing  pro- 
viders '  familiarity  with  various  ways  of  improving 
placement  environments.     Information  sharing 
mechanisms  such  as  data  banks  and  staff  training 
projects  are  excellent  means  of  establishing 
interagency  channels  so  as  to  avoid  duplication 
of  effort. 

—    Use  of  Task  Forces  - 

Another  method  which  can  be  used  to  prevent  the 
duplication  of  services  is  the  creation  of 
interagency  task  forces  which  are  responsible 
for  reviewing  and  reporting  on  any  potential 
service  system  "bottlenecks".    These  task  forces 
could  review  proposals  for  new  programs  and 
assist  staff  in  evaluating  service  availability 
and  service  coordination. 

Planners  for  Virginia's  program  to  provide 
community  housing  alternatives  for  mentally 
retarded  adults  utilized  task  forces.  For 
example,  the  service  task  force  of  the  interagency 
advisory  council  was  responsible  for  monitoring 
the  cost  of  services  which  were  to  be  provided 
by  the  group  homes  to  be  established  under  this 
program.    The  specific  purposes  for  the  formation 
of  this  task  force  were:     1)  to  provide  program- 
matic expertise  in  determining  the  services 
needed  in  the  group  homes  and  the  cost  of  these 
services,  2)  to  identify  funding  constraints 
and  means  of  utilizing  funding  resources,  3)  to 
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develop  a  service  model  to  be  used  by  the 
group  homes,  and  4)  to  provide  the  interagency 
advisory  council  with  data  on  the  feasibility 
of  proposed  group  home  service  budgets. 
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PROGRAM  PLANNING 


PROGRAM  PLANNING 
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PROGRAM  PLANNING 


In  planning  an  alternative  care  program,  the  results  of 
the  needs  assessment  are  utilized  in  conceptualizing  the 
specific  features  of  the  program.     These  features  include: 
program  organization,  categories  of  service  (direct  or  in- 
direct) ,  program  philosophies,  staff  characteristics,  decision- 
making processes  and  the  physical  location  of  the  program  . 

1.     WHAT  FACTORS  SHOULD  BE  CONSIDERED  DURING  THE  CONCEPTUALIZATION 
OF  -A-  PROGRAMS 

•    Once  the  needs  to  be  addressed  and  the  target 
population  to  be  served  have  been  identified,  it 
is  then  necessary  to  determine  which  aspects  of 
these  needs  are  to  be  addressed  by  the  new  pro- 
gram.    For  example,  if  the  program  is  to  address 
the  lack  of  home  health  services,  the  various 
aspects  of  this  need  might  be:     The  absence  of 
sufficient  training  resources  for  home  health  aides 
prohibitive  licensing  regulations  or  unresponsive 
health  providers.     In  conceptualizing  the  specific 
components  of  the  new  program,  the  planners  must 
decide  which  of  the  different  aspects  of  the  need 
will  be  addressed.     Criteria  similar  to  that  used 
to  select  the  overall  need  (number  of  persons  in- 
volved, intensity,  probability  of  success,  impact 
on  other  needs,  etc.)  can  be  used  to  select  which 
aspects  of  the  overall  need  will  be  addressed. 

©      After  the  specific  aspects  of  the  need  to  be 

addressed  have  been  determined,  these  aspects  must 
be  analyzed  in  order  to  identify  their  causes. 
This  analysis  will  facilitate  the  subsequent  selec-  I 
tion  of  an  intervention  strategy.     An  intervention 
strategy  is  the  approach  which  will  be  used  in 
attempting  to  meet  the  identified  need.     To  select 
the  appropriate  intervention  strategy: 
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mm    Study  past  successes  and  failures  -  Re- 
view the  intervention  strategies  which 
have  been  used  by  other  programs  in  the 
area.     If  one  type  of  intervention  has 
met  with  success  more  often  than  the 
others,  than  it  should  be  a  major  con- 
sideration in  the  final  selection.  In- 
formation on  past  programs  can  be  obtained 
from  local  service  agencies  and  private 
service  organizations.     Information  on 
newer  approaches  and  recent  developments 
can  be  obtained  from  the  social  science 
departments  of  area  colleges  and  universi- 
ties and  professional  organizations.  If 
a  suitable  intervention  strategy  is  not 
discovered  through  these  means ,  then  a 
brainstorming  session,  attended  by  all 
those  involved  in  the  programs  planning, 
might  produce  other  ideas. 

•  At  this  point  in  program  planning,  after  the  in- 
tervention strategy  has  been  selected,  the  other 
features  of  the  program  (e.g.  staffing  needs, 
physical  location  of  program)  should  be  developed. 

2.     HOW  SHOULD  THE  FORMATION  OF  PROGRAM  GOALS  AND  OBJECTIVES 
BE  APPROACHED? 

•  In  developing  program  objectives,  planners  should 
concentrate  on  establishing  those  which  are  clear, 
concise  and  measurable.    Objectives  tend  to  be 
stated  in  vague  terms  and  are  unrealistic.  To 
avoid  these  mistakes ,  program  planners  should 
develop  objectives  which  possess  the  following 
features : 
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«•*    Action  Verbs  -  A  strong  action  verb  is  the 
key  to  a  measurable  objective  because 
the  verb  is  measurable.     Examples  of 
action  verb  are  "to  convene",  "to  eval- 
ate" ,  "to  fund".    Examples  of  verbs  which 
are  difficult  to  measure  are  "to  under- 
stand", "to  encourage",  "to  facilitate". 

Single  Aim  -  Measurable  objectives  also 
are  those  which  present  one  specific  aim. 
Objectives  should  not  contain  an  number 
of  clauses  and  phrases  each  of  which 
entails  a  different  outcome.    A  clear, 
concise  objective  is  one  which  states 
a  single  aim  that  produces  a  single  out- 
come or  end  product. 

••    Specific  time  period  -    An  objective 

should  be  stated  in  terms  which  plainly 
indicate  the  time  period  within  which  it 
will  be  accomplished.    Whenever  possible, 
actual  dates  should  be  included. 

Many  of  the  programs  examined  during  the  project's 
field  phase  did  not  have  objectives  which  met  the 
criteria  above.    For  example,  one  program  stated  its 
objectives  to  be: 

1.     To  provide  in  one  region  of  the  state 
effective  comprehensive  services  to  all 
elderly  persons  who  are  at  risk  of  losing 
self-sufficiency,  in  the  most  appropriate, 
least  restrictive,  residential  placements 
which  will  maximize  self-sufficiency. 
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2.)    To  gradually  waive,  on  a  sub-state  basis, 
categorical  restrictions  and  governmental 
policies  which  constitute  barriers  to 
coordinated  planning,  management,  and 
pooling  of  funding  for  a  set  of  related 
programs  supported  by  Titles  XIX  and  XX 
of  the  Social  Security  Act,  Titles  III 
and  VII  of  the  Older  Americans  Act,  state 
general  funds,  and  local  public  and  pri- 
vate funds. 

Although  each  of  these  objectives  includes  a  single 
aim,  neither  presents  and  activity  that  can  be  easily 
measured.    Terms  such  as  "gradually",  "most  appropriate", 
"least  restrictive",  and  "sub-state  basis"should  be 
clearly  defined. 
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PROGRAM  DEVELOPMENT 


PROGRAM  DEVELOPMENT 

Needs  assessment  and  program  planning  have  established  a 
sound  foundation  for  program  development.     Some  program  momentum 
and  enthusiasm  will  likely  have  built  up  as  development  staff 
have  talked  with  or  surveyed  other  agencies  and  service  pro- 
viders.    One  of  the  critical  problems,  therefore,  in  program 
development  is  the  loss  of  this  momentum    and  the  resulting 
loss  of  interest  in  the  program  or  service  itself.  Three 
steps  can  be  taken  to  prevent  this  losing  of  steam.  First, 
consider  the  momentum  issue  as  program  timetables  for  im- 
plementation activities  are  established.     Keep  the  pressure 
on  to  keep  the  program  moving.     Second,  set  realistic  objectives 
with  regard  to  achieving  certain  levels  or  degrees  of  imple- 
mentation by  certain  times.     So  long  as  the  schedules  is  not 
over  too  long  a  period  of  time, momentum  can  be  maintained  as 
long  as  scheduled  dates  are  not  missed.     Third,  break  imple- 
mentation into  segments  with  certain  achievement  milestones 
for  each  segment.     Successes  in  reaching  such  interim  milestones 
achievement,  prompt  attention  to  such  problems,  expeditious 
resolution,  and  rescheduling  if  necessary  can  help  in  keeping 
up  the  program's  momentum. 

The  program  development  stage  will  include  both  administra- 
tive systems  implementation  and  the  onset  of  service  delivery 
with  attendant  client  and  provider  problems.     In  the  remainder 
of  this  section  we  shall  address  some  of  these  program  develop- 
ment issues. 


1.     HOW  CAN  THE  MOST  APPROPRIATE  ADMINISTRATIVE  PROCEDURES 

(INCLUDING  RECORD- KEEPING  SYSTEMS,  PROVIDER  REIMBURSEMENT 
PROCEDURES,  AGENCY  REIMBURSEMENT  PROCEDURES)   FOR  A 
PARTICULAR  PROGRAM  BE  IDENTIFIED? 

•    The  development  of  administrative  procedures  and  systems 
requires  a  thorough  consideration  of  the  range  of  systems 
available  for  implementation.     There  are  many  packaged 
systems  which  exist  (e.g.  the  problem  oriented  record 
system)  which  can  be  adapted  to  fulfill  the  requirements 
of  any  service  program.     Program  staff  also  have  the 
option  of  developing  their  own  systems  which  are 
specifically  tailored  to  their  program.     In  either  case, 
the  first  step  is  to  become  acquainted  with  the  type  and 
quality  of  systems  which  have  been  implemented  at  other 
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agencies  and  that  have  been  described  in  detail  in  liter- 
ature dealing  with  service  delivery.     Once  staff  have 
become  familiar  with  what  is  available,  they  should 
determine  together  which  functions  their  systems  must 
fulfill.     (These  functions  might  include  tracking  clients , 
delineating  program  expenditures,  and  monitoring  referals  made 
to  other  agencies) .    This  determination  must  be  jointly  made 
by  all  staff  who  will  be  using  these  systems;  if  all  staff 
have  not  yet  been  hired  at  this  point,  then  persons  who  can 
present  the  viewpoint  of  both  on-line  and  supervisory  staff 
should  be  included . 

In  developing  Oregon's  Project  Independence  (which  is  a 
program  designed  to  encourage  the  use  of  such  services  as 
home  care  and  outreach  to  discourage  the  inappropriate 
institutionalization  of  the  elderly)  the    Office  of  Elderly 
Affairs  developed  an  operations  manual  for  recordkeeping 
procedures,  client-provider  reimbursement  procesures ,  and 
coordinating  mechanisms  to  be  carried  out  by  the  Area  Agencies 
on  Aging.    The  project  made  use  of  existing  management  pro- 
cedures for  Project  Independence.     In  adapting  existing  pro- 
cedures for  use  by  new  programs,  program  planners  should 
ensure  that  these  systems  do  not  contain  functions  that  are 
not  relevant  to  the  needs  of  the  program  or  that  do  not 
satisfy  all  of  the  program's  operational  requirements.  Another 
consideration  in  developing  or  adapting  such  systems  should 
be  effective  interface  with  existing  Medicaid  program 
eligibility,  client  recordkeeping ,  and  claims  processing 
systems.    This  will  prevent  a  massive  snarl  which  would  result 
from  conflicts  between  unrelated  sytems. 
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WHICH  METHODS  SHOULD  BE  USED  TO  EDUCATE  A  COMMUNITY  ABOUT 
A  NEW  PROGRAM? 

•    Medicaid  personnel  are  rarely  familiar  with  advertising 
the  availability  of  services  and  may  assume  that  in- 
dividuals will  utilize  the  new  alternatives  program  be- 
cause the  need  for  it  is  so  great.     They  may  fear 
that  any  community  education  effort  would  produce  an 
overwhelming  response  and  needy  clients  would  have  to 
be  turned  away.     There  are  times,  however,  when  relying 
on  agency  referrals  alone  will  not  produce  sufficient 
numbers  of  clients  to  operate  the  program  at  maximum 
capacity.     In  such  cases,  as  comprehensive  an  education 
campaign  as  possible,  given  available  resources,  should 
be  launched.     The  key  stages  of  this  campaign  are: 

••    Identify  Key  Community  Groups  And  Individuals- 
The  mobilization  of  persons  whose  support  would 
help  to  convince  community  members  of  the 
merits  and  legitimacy  of  the  new  program  is 
essential.     Solicit  their  cooperation  in 
arranging  for  presentations  in  the  community; 
they  are  likely  to  have  access  to  community 
gatherings,  church  meetings  and  other  activities 
which  the  program  staff  would  not  normally  be 
aware  . 

••    Establish  Community  Education  Task  Force  - 
In  order  to  organize  efforts,  a  task  force 
composed  of  key  community  members,  program  staff 
and  interested  agency  personnel ,  might  be 
established.     Specific  duties  and  responsibil- 
ities can  be  assigned  to  each  task  force 
member.     For  example,  one  member  could  be 
responsible  for  working  out  a  budget  for  an 
informational  brochure,  making  presentations 
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to  various  advertising  agencies,  reviewing 
bids,  and  supervising  production.  Another 
member  could  arrange  and  schedule  all  public 
presentations  and  prepare  the  texts  for  these 
presentations . 

M    Utilize  Media  -    An  important  component  of  any 
educational  campaign  is  the  use  of  area  news- 
papers, radio  and  television  stations  in  pro- 
moting the  new  program.    The  media  can  give 
the  program  the  initial  widespread  coverage 
needed  to  generate  an  adequate  pool  of  clients. 
Representatives  of  the  media  should  also  be 
notified  of  the  significant  milestones  of  the 
program's  life  (e.g.  starting  date,  expanded 
hours,  new  staff)  so  that  interest  in  the 
program  can  be  sustained.    And  if  a  convincing 
argument  can  be  made  illustrating  the  necessity 
of  the  program  and  it's  public  and/or  human 
interest  story  aspects,  the  media  will  perhaps 
donate  the  needed  air  time  or  newspaper  space. 
In  any  case,  good  relationships  between  the 
press  and  program  staff  should  be  maintained 
at  all  times.    Although  public  education  is 
unfamiliar  territory  for  Medicaid  personnel, 
such  outreach  is  critical  if  the  programs  goals 
of  deinstitutionalization  and  prevention  of 
institutionalization  are  to  be  realized. 
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PROGRAM  OPERATIONS 


PROGRAM  OPERATIONS 


Operating  a  service  delivery  program  basically  involves 
the  performance  of  procedures  designed  to  provide  the  services 
to  clients  in  the  most  effective  manner  possible.    These  pro- 
cedures ensure  the  client's  successful  movement  through  the 
service  system,  from  the  time  of  his/her  entry  to  the  time 
when  the  services  are  no  longer  needed.     There  are  six  such 
procedures:     (1)  initial  client  intake  and  screening; 
(2)  client  diagnosis/assessment;    (3)  service  plan  and  develop- 
ment and  service  provision;   (4)  case  monitoring?   (5)  service 
termination;  and  (6)  follow-up. 

1.       WHAT  FACTORS  SHOULD  BE  TAKEN  INTO  ACCOUNT  WHEN 

IMPLEMENTING  INITIAL  CLIENT  INTAKE  AND  SCREENING 
PROCEDURES? 

•    Initial  client  intake  and  screening  describes  what 
first  takes  place  between  the  client  and  program 
staff.    During  this  interaction,  the  staff  member 
must  obtain  vital  information  about  the  history  of 
the  client  and  the  services  which  should  be  pro- 
vided.   This  information  will  help  the  staff  member 
ascertain  if  the  potential  client  is  actually 
eligible  for  the  Medicaid- sponsored  services.  If 
not,  avenues  of  recourse  can  be  identified.    A  nursing 
home  pre-admission  screening  program  which  is  operated 
by  the  Virginia  Department  of  Health's  Medical  Assis- 
tance Program  is  an  example  of  one  type  of  intake  and 
screening  mechanism  which  has  been  developed.  Under 
this  program,  all  applicants  for  admission  to  nursing 
homes  are  screened  by  the  Home  Health  Services 
Utilization  Review  Committees  of  local  health  depart- 
.  ments (if  the  applicant  is  not  in  a  community  hospital 
or  nursing  home  at  the  time  of  application,  and  if 
the  applicant  is  or  will  become  Medicaid  eligible  within 
within  90  days  of  admission) .  The  Utilization  Review 
Committees  are  composed  of  (at  least)  a  physician,  a 
nurse,  a  social  worker  and,  if  possible,  representa- 
tives of  other  agencies  which  provide  services  to  the 
applicant. 
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The  social  worker  on  the  review  committee  is  expected 
to  provide  to  the  committee  information  about  each 
referral  for  screening.     This  information  is  obtained 
from  a  basic  social  evaluation.    A  local  health 
department  conducts  an  evaluation  of  nursing  needs. 
Once  these  initial  evaluations  have  been  conducted, 
the  committee  meets  to  discuss  the  findings  and  to 
determine  if  nursing  home  placement  is  needed.  The 
findings  of  the  review  are  then  forwarded  to  the 
utilization  review  section  of  the  Medical  Assistance 
Program  (the  form  designed  to  present  the  committee's 
findings  as  well  as  examples  of  other  forms,  appear 
on  the  following  pages) .     In  the  event  that  nursing 
home  placement  is  unwarranted,  the  committee  must 
refer  the  applicant  to  the  appropriate  community 
resources. 

The  components  of  an  efficient  client  intake  and 
screening  system  minimally  should  includes 

®®    The  Development  of  Case  Acceptance  Criteria  - 

These  criteria  establish  the  guidelines  for 
program  participation.    The  situations  under 
which  clients  will  be  admitted  to  the  pro- 
gram should  be  described  in  a  concise  manner 
so  that  staff  are  easily  able  to  identify, 
based  upon  the  background  information  pro- 
vided, who  qualifies  for  the  program  and  who 
does  not 

®®    investigation  Process  -  The  investigation 

process  used  during  intial  client  intake  and 
screening  should  be  one  which  allows  for  the 
verification  of  the  information  provided  by 
the  client.     This  process  should  be 
thorough  and  efficient,  and-  completed  in 
a  timely  fashion.     Staff  must  not  be  tempted 


EXHIBIT  I 
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SOURCE:    Virginia  Department  of  Health 
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EXHIBIT  I  (Cont.) 
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EXHIBIT  2 


IB  YORC  STATE  DEPWT  -IT  CF  HEOI 
HtKE  HEALTH  SERVICES 
HOME  ASSESSMENT  ABSTRACT 


Social  Seobity  ft. 


(to  k  used  with  ITS-D 
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11. 
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SOURCE  %     New  York  State  Department  of  Health 
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EXHIBIT  2  (Cont'd) 


12. 


14. 
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Baessiflfi  ,  >  

Toil  FTTMG  ,  ___ 

Fveor t epi /irTTVT Tv/wai  KING 

Wippihe  (Pivin/SnPPi  tfs)   

Nfai  REPARATION 

1  IfiMT  HnilSFKFfPING 

Pffecrvar    1  AllMrtRv/HouSFHOt  0  I  INENS 

Ramps  Outside/Inside 

Grab  ".ars-Hallways/bathroom 
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If  mo,  give  specific  reason  »hy  mot   
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EXHIBIT  3 
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SOURCE:    New  York  State  Department  of  Health 
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EXHIBIT  3  (Con't.) 


•AT1EWT  NAME 
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ir  res  to  awt  or  above,  attach  a  oitCHARoa  >uw. 
■mould  tmc  •A-norr/RaioCMT  ac  MCBICAU.V  qualified  roR  sxr  carc?    coveredO  quiiiuhaclc  Q  h©h-co  vcreo  Q 
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1S.U.R. 
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RCSrOMO  UMOCR  A  COOROINATCD  PLAN  Or  RCSTORAT1VC 
TUCATMCHT.  (INDICATE  PLAN  IN  ITEM  1  C  OR  III. 

—IF  PATIENT  MAS  SEVERE  OerRCSSIOH.  PJVCNIATRIC  CONSUL- 
TATIOM  SHOULD  BE  OCT  AIMED. 


—  ir  CHECKED  -NON-COVERED-.  SMT  PLACtMBJHT  CAHMOT  BC 
APPROVED  V*  HCPICAIO. 

A.  ITEMS  1.  2.1.  «.  1.  <  SHOULD  SE  COMPLETED  *V  HURSE 

B.  ITEM  7  SHOULD  RE  COMPLETES  »V  THERAPIST. 

C  ITEMS  I.  «.  10. 11.  12  TO  SE  COMPLETED  IN  CONSULTATION 
WITH  THE  HEALTH  TEAM. 


29 


EXHIBIT  4 


GERIATRIC  FTOCTTOHAL  RATING  SCALT 


S*e«  of  Birti 


ADBSLESS 


T»l.  Ha. 


T«l.  So. 


1/ 

I 

RTJIUL 

1 

SCOSS 

j 

j seats 

1  1 
;tcau 

J  -a.) 

\- 

Imiiit 

|  UMI 

|  laMlmtt 

1  ! 

i 

1 

v.  ■  i 

Oiatlafvlaaaa 

j  -)    ■    Saae  ii$»e  • 

!  !  ! 

•ir  i  -w  1 

i 

;  t 

;  i 

I)  UtllM 


ISaaa 


0    i     Laaa  »al*a 


9c  a* 


■9  I 


saatiiry 

J«Ai7  IltUi  • 
| 3r«««e« 

:  Carr^aa  ?arcalj 
'liaea  lu 

1 

!  a  i 

; 

Saas  Caa*  ar 
aaaaAa  aaa  ana 
Oaaaaaaac  aa 
nl.uii 

'  *J  ! 

j  1 

laa«4rae  "aaa  & 
acaa:  •»»»«*'  - 

SaaalcftaiS 

j 

1 " 

Tuctlir 

i  la  laacn«tiaai 

1 

1 

1  0 

! 

1  ni|>t  at 

SCain 
1  CIST  Slack 

"  -3  ; 

1 

•tftuUT  « 
Tataiir  lMf-«»" 

•to ; 

i 

j 

\" 

Olac 

{a*  unsutuu 

i  o 

1 
1 

1  \ 

i 

!  j 

las 

*i  i 

I-S7 

i 

gmi 
csssrrsBs 

i 

i seats 

j  i 

— ! 

scats 

.  1 

1  »> 

j 

Dlaar2^as«*> 

i 

0 

i  -!  | 

i 

Faraaa  c/ar 

; 

; 

._»'. 
-  -« 

Iwrrf  Sm»  — 

f~: 

i  9 
!  o 
1 

SSii  -  $«vaaa 
|  Sas«l*£aaaaaaa 
|  la»4*a 

:  -a  ! 
I  -s  ; 

»»art 

Ul,',pm 

i 

-IS  i 

,-io  ■ 

1  1 

a> 

taa**r  * 

.  ..    .  _  sn» 

tfanaU 

1  0 

I 

j 
t 

i  ! 
i 

Iraaasstra  at 
Iraaraac^Ta 

i  -i 

! z) 

■ITtcaat 

e 

,  i 

raaalr«a 

.  -j 

Siflas  - 

Jlaaa 

!  3 

! 

aaatisar*  Wat 

Ttaaal 

SOURCE: 


Grauer,  H.  and  F.  Birnbum,  "A  Geriatric  Functional 
Rating  Scale  to  Determine  the  Need  for  Institutional 
Care,"  Journal  of  the  American  Geriatric  Society, 
1975. 


30 


EXHIBIT  4  (Con't.) 


3/ 

tcau 

*> 

SU*a«LS    »Bi   IR<U  lltlin 

*  2 

t) 

C) 

JAAo  u  lot  tmd  Hut 

•  s 

9) 

Mil  SB  yrsvar*  alavl*  auii  sad  tut 

*  7 

S5 

2e*£ea,  tnuo  as*  uutu  »<a_£  outeot  uiuumi 

»  J 

W 

»  7 

S) 

er  mU  k*           c«  caJu  *n  wttuttti 

♦10 

taUm  *iae 

4/ 

tnne  no*  m  caswwrrr 

sessts 

4] 

S> 

ti  ^ItIss  lint,  ££s  s«e  taster?  aa.6  atlp  f  roo  « 

:„  ! 

rail**!*  nUctv« .  i »*ad .  siifutr,  J aoasot 

« 

«•  afeae  *c  rvl^aala  f racar '  a                  to  aal^var 

1 

*tta»  lasMifiArf) 

•  i  1 

1 

-Ciaao                £a  *xsd 

-  2'  j 

«UJ>r»ry 

aaeptJiag  etBCiv, 

*  1 

X) 

&ftSffrm»aAs  avalX*ai^AS7  si  -  italic  fe*«*L££  aeajraaa 

•  Soaee*ite?  t«r*Plaas 

:!  j 

-  yri*adl7  *ui:a; 

i 

~  i  i 

•  ?tu? ijis  £sass»*re»&iaffl 

-  :  i 

j 

3/  irrtae  oe^assss 


4) 


See 


©4  $ms 


?aXAe^v«  or  firia&a 
I)     UT«ta  L&eOTa^iaciSia  ra^ss^-sna ,   £?iaa4  ««■  i|e«se 


$£322 

I   *  5 

i 

i  3 

*  -i0 


7/   raABCXAL  SSTSA^S 


SC8SS 


ruoizeai 


-  3 


ratal  34aas  ksr« 
Seaea 


31 


to  assume  or  make  personal  judgements  about 
the  information  presented  by  the  client. 

Interviews  with  Family  Members  -  An  assess- 
ment of  the  client's  home  situation  is  one 
means  of  supplementing  the  information  pro- 
vided by  the  client.     A  home  visit  often  can 
uncover  facts  and  situations  not  described 
elsewhere.    Also,  the  outcome  of  such  visits 
may  be  the  determining  factor  in  borderline 
cases  of  eligibility  (for  alternative  programs, 
and  not  Title  XIX  eligibility) . 

WHAT  FACTORS  SHOULD  BE  CONSIDERED  WHEN  IMPLEMENTING  CLIENT 
DIAGNOSIS/ASSESSMENT  PROCEDURES? 

9    If  it  is  decided,  based  upon  an  evaluation  of  all  the 
information  obtained  on  the  client,  that  he/she  is 
eligible  for  services,  then  the  staff  member  can  pro- 
ceed with  more  detailed  assessment  of  the  problems 
of  the  client  and  the  extent  of  assistance  needed. 
This  assessment/diagnosis  process  will  culminate  in 
the  development  of  a  service  plan  which  specifies 
strategies  for  meeting  the  needs  of  the  client.  A 
service  plan  might  define  time  limits  for  the 
accomplishment  of  certain  tasks.     The  specific  com- 
ponents of  this  stage  of  program  operations  are: 

Establish  and  Develop  Treatment  Goals  and 
Objectives  - 

The  service  plan  must  outline  the  goals  and 
objectives  to  be  met  during  the  treatment  of 
the  client.     It  is  important  that  these  goals 
and  objectives  are  not  developed  in  a 
vacuum,  but  take  into  consideration  the 
client's  total  situation  (e.g.,  job  demands, 
financial  restrictions,  educational  limits). 
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It  is  important  that  these  goals  and 
objectives  be  the  culmination  of  negotiating 

sessions  between  the  client,  his/her  family, 
and  program  staff.     Service  goals  and  objec- 
tives must  not  be  imposed  upon  the  client; 
the  only  hope  of  realistically  accomplishing 
these  tasks  is  to  involve  the  client  in 
development  of  goals  and  objectives  so  that 
the  implications  of  the  efforts  required  are 
totally  understood  by  the  client.     If  the 
client  is  not  involved  in  this  process,  he/she 
may  become  uncooperative  and  defeat  the  aim  of 
treatment. 

In  most  cases,  only  certain  of  the  client's 
'   total  needs  will  be  met  by  the  Medicaid 
alternatives  program.    Again,  imaginative 
and  effective  coordination  with  other  agencies 
and  programs  can  result  in  meeting  all  of  the 
client's  needs. 

mm    Case  Review  by  Multi-Disciplinary  Team  -  A 

multi-disciplinary  team  of  professionals  who  will 
be  involved  in  the  service  delivery  process 
may  be  convened  to  review  the  service  plan 
to  insure  that  it  proposes  the  best  manner 
of  treatment  for  the  client.    This  team  can 
identify  hidden  constraints  and  other  problems 
not  discerned  by  program  staff.    It  can 
recommend  alternative  services  which  may  prove 
wore  effective.    The  multi-disciplinary  team 
should  be  responsible  for  insuring  that  the 
plan  allows  for  coordination  with  any  other 
service  programs. 
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WHAT  FACTORS  SHOULD  BE  TAKEN  INTO  CONSIDERATION  WHEN 
IMPLEMENTING  INDIVIDUAL  CLIENT  SERVICE  PLANS? 

•    The  treatment,  or  service  delivery,  process  is 
the  key  element  of  program  operations.    This  is 
when  the  service  plan  is  implemented.  During 
the  course  of  implementation,  the  progress  of 
the  client  is  monitored  and  problems  are 
identified,  along  with  proposed  solutions. 
The  specific  components  of  this  stage  of  pro- 
gram operations  are: 

••    Adhere  to  Standards  for  Minimum  Frequency 
of~ Contact/Client  Monitoring  - 

To  avoid  the  clients  "getting  lost  in  the 
system™ ,  the  staff  person  assigned  to  his/ 
her  case  must  periodically  assess  the  pro- 
gress being  made  towards  the  accomplishment 
of  the  goals  and  objectives  specified  in 
the  service  plan.     It  should  not  be  left  up 
to  staff  to  determine  how  often  to  monitor 
client  progress.     Standards  for  minimum 
frequency  of  contact  should  have  been  pre- 
viously developed,  based  upon  the  recommen- 
dations of  the  multi-disciplinary  team  that 
approved  the  clients  service  plan.  When 
monitoring  the  client's  progress,  staff 
should  discuss  with  the  client  how  they 
perceive  their  progress  and  their  analysis 
of  any  problems  which  have  occurred.  In 
the  event  of  significant  improvement  or  the 
accomplishment  of  the  goals  and  objectives 
in  the  service  plan,  if  further  treatment 
is  needed,  a  new  plan  should  be  developed 
and  presented  to  the  multi-disciplinary  team 
for  approval. 
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••    Develop  Follow-up  Procedures  for  Referrals  - 
An  integral  part  of  the  service  delivery 
process  will  be  the  recognition  of  other 
services  by  the  client  which  are  not  offered 
by  the  particular  program.     In  this  case,  it 
is  the  staff  person's  responsibility  to 
identify  and  obtain  these  services  for  the 
client  through  the  use  of  existing  referral 
mechanisms.     Once  referral  services  are 
obtained,  the  program  staff  should  work 
with  the  other  programs 1  staff  to 
assure  that  conflicting  treatment  strategies 
or  service  goals  and  objectives  are  not 
allowed  to  impede  the  client's  progress.  It 
is  essential  that  program  staff  follow-up  on 
any  referrals  made  for  the  client  to  document 
that  these  services  are  being  received  and  to 
assess  their  impact  on  the  client. 

—    Coordination  with  Referral  Agencies  and 
Agencies  Sharing  Clients  - 

Coordinative  mechanisms  (such  as  interagency 
agreements)  should  be  developed  between  those 
agencies  which  will  be  sharing  or  referring 
clients.     These  mechanisms  will  safeguard 
against  situations  when  agencies 
are  not  aware  of  each  other's  activities  with 
respect  to  an  individual  client,  which  may 
inadvertently  hinder  the  resolution  of  the 
client's  problems. 

HOW  SHOULD  TERMINATION  OF  SERVICES  TO  A  CLIENT  BE  DETERMINED? 

•    Assuming  that  the  client's  needs  are  eventually 
resolved,  it  is  reasonable  to  expect  the  client  to 
arrive  at  the  point  where  he/she  no  longer  needs  the 
services  that  have  been  provided.     Termination  of 
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services  should  only  occur  after  consultation  and 
counseling  have  taken  place  between  the  client, 
members  of  his/her  family,  and  all  service  providers. 
Specifically,  program  staff  should; 

«kb    Employ  Criteria  for  Determining  the  Timing 
and  Procedures  for  Termination  - 

During  the  review  of  the  client's  service 
plan,  the  multi-disciplinary  team  should 
suggest  criteria  for  determining  the 
termination  of  services.    The  most  obvious 
criterion  is  to  the  accomplishment  of  speci- 
fied goals  and  objectives.    Discussions  with 
the  client  and  members  of  his/her  family 
will  help  indicate  the  client's  ability 
to  handle  termination  of  service. 

«w    Make  Efforts  to  Prepare  Clients  for 
Termination 

Once  the  possibility  of  service  termination 
has  been  discussed,  program  staff  must  make 
every  effort  to  prepare  the  clients  by 
gradually  removing  supports  upon  which  he/ 
she  may  have  toecome  dependent  and  observing  client 
reaction  to  their  removal.    Program  staff 
should  recognize  that  in  most  cases  there 
will  be  a  resistance  to  service  termination 
because  the  client  has  become  comfortable 
with  the  present  situation.     It  is  the  pro- 
gram staff's  job  to  insure  that  a  client  no 
longer  in  need  of  services  is  made  to  recog- 
nize and  accept  this  fact. 

HOW  SHOULD  FOLLOW-UP  PSOCEDGSBS  BE  IMPLEMENTED? 

©  In  the  event  of  service  termination,  the  client  should 
be  periodically  contacted  to  determine  how  well  he/she 
is  managing  without  the  services.    The  program  should 


have  standards  which  specify  minimum  frequency  of 
follow-up  contacts,  although  for  most  programs 
follow-up  procedures  cannot  be  a  priority  because 
of  lack  of  funds  to  sustain  this  activity.  Depending 
on  the  resources  that  are  available,  either  direct 
or  indirect  monitoring  procedures  should  be  imple- 
mented.   Direct  procedures  include  monthly  telephone 
contacts  and  home  visits.     Indirect  procedures  include 
asking  neighbors/family  to  notify  the  program  staff  in  case 
of  any  sudden  change  in  the  status  of  the  terminated 
client.    This  follow-up  is  essential  if  prevention  of 
institutionalization  is  to  be  maintained.    The  same 
presenting  conditions  which  made  the  client  a  nursing 
home  candidate  in  the  first  place  can  return  and  must 
be  responded  to. 
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PROGRAM  EVALUATION 


PROGRAM  EVALUATION 

Program  staff  and  administrators  need  means  of  gauging 
how  effective  their  program  is  in  terms  of  meeting  its  speci- 
fied goals  and  objectives.     This  can  be  accomplished  by  first 
identifying  an  evaluation  model  to  be  used  in  assessing  the 
impact  of  the  program.    The  next  step  is  the  collection  of 
data  which  provide  documentation  on  the  program's  efficiency, 
comprehensiveness,  effectiveness,  etc.     (This  information 
should  include  details  about  costs,  client  service  utilization 
per  month,  average  length  of  client  visits,  etc.)  Following 
the  collection  of  data,  it  should  be  analyzed  according  to  an 
analysis  plan  (ideally,  the  analysis  plan  should  be  prepared 
before  data  collection  begins) .     Information  resulting  from 
the  program  evaluation  will  provide  indicators  as  to  what 
changes  are  needed. 

1.  WHAT  TYPE  OF  INFORMATION  SHOULD  BE  INCLUDED  IN  AN  EVALU- 
ATION WORK  PLAN? 

•  Initially,  the  program  evaluator  should  attempt  to 
clarify  priorities  and  intentions  by  stating  evaluation 
objectives  and  evaluation  requirements  which  clearly 
delineate: 

•«    Purpose  Of  The  Evaluation  -    This  section  should 
include  a  narrative  of    1)  who  the  intended 
audience  for  the  evaluation  is,     2)  which 
program  components  are  to  be  evaluated  and 
why,     3)   a  description  of  these  program  com- 
ponents and  their  status,  4)  the  time  period 
during  which  the  evaluation  is  to  be  conducted, 
and  5)  a  summary  of  the  methodology  to  be  used. 

2.  WHICH  EVALUATION  MODELS  CAN  BE  USED  TO  EVALUATE  ALTERNATIVE 
CARE  PROGRAMS? 

•  Program  planners  should  recognize  that  there  are  various 
types  of  evaluations  which  require  different  levels  of 
sophistication,  research  skills,  and  resources  to 
execute.     These  types  of  evaluations  include: 


38 


—  Monitoring  -    This  type  of  evaluation  involves 
the  assessment  of  managerial  and  operations! 
efficiency  through  periodic  site  visits  and 
other  management  review  techniques . 

For  example,  the  Virginia  Housing  Development 
Authority  has  appointed  a  staff  member  to 
monitor  the  activities  of  the  group  homes 
developed  under  the  auspices  of  the  program 
to  provide  community  housing  alternatives 
for  the  mentally  ill.     Monitoring  activities 
include  site  visits  to  assess  the  upkeep  of 
the  facility  and  the  adequacy  of  the  services 
provided.     Identified  problems  are  taken  to  the 
inter-agency  advisory  council,  which  in  turn 
recommends  solutions . 

—  Reporting  Systems  -    The  use  of  reporting 
systems  provides  routine  but  useful  information 
on  services  provided  by  the  program,  populations 
served,  and  the  costs  of  providing  these 
services. 

«#      Program  Impact  Evaluation  -    This  type  of 

evaluation  assesses  the  overall  effectiveness 
of  a  program  in  meeting  its  objectives.  It 
depends  on  the  definition  and  measurement  of 
indicators  of  effectiveness,  and  comparison 
or  "control"  groups  are  sometimes  used, 
composed  of  members  of  the  same  target  popu- 
lation who  did  not  receive  the  program's 
services. 
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California's  On    Lok  Senior  Health  Services  Day 
Health  Program  has  been  evaluated  through  the 
use  of  control  groups  of  elderly  persons  who 
were  not  participating  in  the  day  care  program. 
Another  impact  evaluation  of  the  On  Lok 
program  utilized  personal  observations,  inter- 
views with  staff  and  information  from  support- 
ing documents ,  informal  meetings  and  related 
materials  in  assessing  the  impact  of  the  pro- 
gram on  clients.     It  depends  also  on  the  definition 
and  measurement  of  indicators  of  effectiveness. 

For  example,  group  homes  for  the  mentally 
retarded  which  are  offered  by  Virginia's 
Roanoke  Valley  Mental  Health  and  Mental  Re- 
tardation Services  Boards  utilize  a  treatment 
strategy  known  as  normalization.     This  principle 
embraces  the  theory  that  the  mentally  retarded 
should  be  taught  to  function  independently 
in  a  normal  environment.    The  groups  homes 
are  evaluated  using  the  Program  Analysis  of 
Service  Systems  (PASS)   format  which  quantita- 
tively depicts  the  group  home's  level  of 
normally.     Factors  assessed  include:    how  well 
the  home  blends  into  the  surrounding  community, 
the  history  of  the  home,  its  appearance  and  its 
surroundings.    The  group  home's  treatment 
program  is  also  assessed  in  terms  of  the  re- 
sidents appearance,  their  behavior  and  how 
they  are  being  treated. 

®#    Cost  Analysis  -    This  is  a  means  of  determining 
the  costs  of  providing  services  through  the 
program.     Comparative  analysis  can  be  made  of 
costs  by  services  or  groups  of  services. 
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For  example,  in  order  to  compare  the  outcomes  of 
an  alternatives  program  with  those  of  the  regular 
Title  XIX  program,  cost-benefit  an  analysis  can  be 
developed.     In  this  instance,  the  outcome 
variable  "change  in  the  amount  of  public 
expenditure  for  nursing  homes"  appears  to  be 
the  most  accessible  and  meaningful  measure  of 
benefit  of  the  alternatives  program  and  the 
Title  XIX  program,  both  of  which  are  designed 
to  provide  services  to  sustain  life  and  health 
status  among  the  indigent,  disabled,  and 
elderly. 

The  amount  of  institutionalization  can  be 
determined  by  computing  the  number  of  days  of 
institutionalization  for  persons  in  the 
alternatives  experimental  group  and  dividing 
this  number  by  the  number  of  persons  at  risk 
in  the  sample.     The  same  can  be  done  for  a 
Title  XIX  control  group.     This  will  provide 
the  program  administrator  with  a  specific 
assessment  of  the  average  number  of  days 
of  institutionalization  per  person  at  risk  in 
the  alternatives  program  as  compared  with 
Title  XIX. 

By  dividing  the  total  number  of  Medicaid 
financed  days  of  institutionalization  by  the 
number  of  persons  at  risk,  one  can  arrive  at 
an  average  number  of  days  of  institutionalized 
care  per  elderly  person  at  risk  in  the  state. 
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#Medicald  financed  days  of  institutionalization  in  the  6tate 
#of  persons  at  risk,  in  the  state 

>=  'days  of  Medicaid  financed  institutionalized 
care  per  person  at  risk.* 

With  this  information,  it  will  be  possible  to 
estimate  the  change  in  average  number  of  days 
of  institutionalization  of  the  alternatives 
group  and  also  for  the  Title  XIX  control  group. 

D        =  days 

Acte  =    Actual  days  of  institutionalization  in 

the  alternatives  group 
Actc  =    Actual  days  of  institutionalization 

in  the  Title  XIX  group 
C        -    Cost  of  average  day  in  nursing  home 
ACe    =    Average  cost  per  person  enrolled  in  the 

alternatives  group 
ACC    =    Average  cost  per  person  participating 

in  Title  XIX  group 
ADe    =    Change  in  number  of  days  of  instition- 

alization  per  person  enrolled  in  the 

alternatives  group 
ADc    =    Change  in  number  of  days  institution- 
alization per  person  participating  in 

Title  XIX  group 


XThe  equations  for  determining  the  change  in 
number  of  days  of  institutionalization  for 
the  alternatives  and  Title  XIX  groups  are 
as  follows ; 

&De  =  Average  #  days  ins t. /person  at  risk  -Actg 
&DC    =    Average  #  days  ins t. /person  at  risk  -Actc 

*It  should  be  noted  that  other  benchmarks  could  serve  as  well, 
provided  the  data  were  avaiable .     For  example ,  the  actual  ex- 
perience of  the  Title  XIX  and  alternatives  groups  prior  to  the 
two  programs  would  serve  as  an  excellent  benchmark. 
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Then,  the  cost-benefit  ratios  can  be  established. 


In  this  ratio,  the  change  in  average  number 
of  days  of  institutionalized  care  for  persons 
in  the  alternatives  group  is  multiplied  by 
the  average  cost  of  a  nursing  home  bed/day. 
This  figure  is  divided  by  the  average  cost 
per  person  enrolled  in  the  alternatives  group. 
A  similar  procedure  is  carried  out  for  the 
Title  XIX  groups . 

Whereas  the  numerator  in  this  equation  reflects 
the  amount  of  saving  of  public  funds  that 
would  have  been  expended  for  institutional 
care,  i.e.,  the  benefits  of  the  programs, 
the  denominator  provides  an  estimation  of  the 
average  costs  per  person  in  each  program. 
These  benefit-cost  ratios  supply  Medicaid 
alternative  program  evaluator  with  a  numerical 
indicator  of  the  benefits  of  the  alternatives 
and  the  Title  XIX  programs  in  terms  of  the 
reduction  of  public  expenditures  per  persons 
at  risk  compared  to  the  costs  per  person  for 
each  of  the  programs.     In  short,  these 
measures  offer  a  quantitative  estimation  of 
the  relative  efficiency  of  each  program,  i.e., 
how  great  are  the  returns  for  each  dollar 
spent.     If  it  can  be  assumed  that  both  the 
alternatives  and  the  Title  XIX  programs  are 
operating  effectively  and  efficiently,  then 
the  differences  in  the  benefits-cost  ratios 
would  have  to  be  attributed  to  some  significant 
differences  in  the  services  being  delivered. 
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It  is  important  to  stress,  however,  the  benefit- 
cost  ratios  present  only  one  aspect  of  an  over- 
all evaluation  of  the  impact  of  a  program, 
namely,  the  cost  side.     For  example,  if  the 
cost-benefit  ratios  for  the  alternatives 
program  and  the  Title  XIX  program  were  identical, 
it  would  be  simplistic  to  assume  that  the  pro- 
grams are  equivalent  in  their  outcomes.  The 
impact  of  the  programs  in  terms  of  the 
physical/functional  well-being  of  the  clients 
and  their  level  of  satisfaction  with  the 
services  they  are  receiving  are  equally  im- 
portant elements  of  any  evaluation. 

Other  issues  can  be  raised  by  examining  the 
implications  of  the  benefit-cost  ratios.  By 
looking  at  the  numerator  alone,  it  is  possible 
to  identify  the  absolute  change  in  the  number 
of  days  of  institutionalization  achieved  by 
each  program.     If  the  benefit-cost  ratio  for 
the  alternatives  program  is  lower  than  that 
of  the  Title  XIX  program,  but  the  absolute 
number  of  days  of  institutionalization  are 
fewer  and  the  clients  are  more  satisfied, 
then  trade-offs  between  cost  and  client  well- 
being  will  be  more  clearly  specified,  and 
important  policy  questions  would  surface. 

The  administrative  costs  built  into  the 
alternatives  and  Title  XIX  structures  should 
also  be  described.    A  determination  of  the 
cost  of  case  management  might  be  attempted 
by  calculating  staff  time/client  multiplied 
by  salary  unit.    Among  the  specific  matters 
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that  might  be  treated  are  a  comparison  of 
structure  and  processes  of  the  alternatives 
with  those  of  the  Title  XIX  program  in  terms 
of  the  following  data  items: 

1.  the  level  of  personnel  utilized  to 
determine  client  eligibility; 

2.  the  criteria  used  to  assess  eligibility; 

3.  how  and  by  whom  disallowances  are 

determined; 

4.  how  and  by  whom  appeals  are  handled; 

5.  the  amount  of  time  devoted  to  case 
management; 

6.  time  delays  between  client  referral 
and  delivery  of  services; 

7.  difficulties  in  finding  avaiable  services; 

8.  sources  of  client  referrals,  e.g., 
community,  nursing  homes ,  hospitals; 

9 .  descriptions  of  the  responsibilities 
associated  with  various  positions; 

10.  the  backgrounds  of  the  personnel  re- 
cruited to  fill  positions; 

11.  the  problems  associated  with  staff 
recruitment,  morale,  and  retention. 

Assessment  could  also  be  made  of  the  trends 
in  the  alternatives  and  Title  XIX  groups  in 
terms  of:   (1)  proportion  of  recipients  living 
in  institutions;   (2)  proportion  of  newly 
institutionalized  recipients  during  the  course 
of  the  demonstration;   (3)  proportion  dein- 
stitutionalized; and  (4)     mortality  rates. 

A  major  concern  of  such  an  evaluation  design 
is  identification  of  a  control  group.  In 
many  ways  this  depends  on  the  location  of 
the  alternatives  project.    We  can  consider 
three  possibilities: 
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1.  To  choose  a  similar  area,  that  is  the 
identical  county  approach,  and  do  the 
evaluation  on  a  sample  of  Medicaid  re- 
cipients similar  the  alternatives  pro- 
gram participants; 

2.  One  could  sample  non-participating 
Medicaid  recipients  in  the  same  location 
using  the  same  instruments  as  the 
alternatives  participants; 

3.  By  far  the  least  desirable  would  be  to 
match  alternatives  participants  with 

a  random  sample  of  the  state  Medicaid 
rolls. 

•    In  conducting  an  evaluation,  the  programs  staff  are 
often  resentful  of  what  they  see  as  an  implied 
threat  to  their  jobs  and  questioning  of  their  com- 
petency.    To  overcome  these  problems,  the  evaluators 
should  meet  with  the  program's  staff  and:     1)  acknow- 
ledge that  data  collection  may  temporarily  interfere 
with  other  program  activities,  but  that  it  is  a 
necessary  means  of  determining  how  well  the  program 
is  meeting  clients  needs,  2)  stress  that  the  purpose 
of  the  evaluation  is  not  to  criticize  staff  efforts, 
but  to  help  them  improve  service  delivery,     3)  explain 
to  staff  the  importance  of  their  cooperation  to  the 
success  of  the  evaluation ,  and  4)  identify  ways  in 
which  clients  receiving  services  can  be  motivated 
by  staff  to  cooperate  with  the  evaluation  efforts. 

3.     WHAT  FACTORS  CAUSE  EVALUATION  RESULTS  TO  BE  DISREGARDED? 

«    Program  evaluators  should  recognize  that  the  results 
of  evaluations  generally  have  not  been  applied  to 
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program  or  policy  decisions  for  following  five 
basic  reasons: 


«*>  Organizational  Inertia  -  This  refers  to  the  fact 
that  organizations  tend  to  resist  change.  Since 
evaluation  usually  implies  change,  organizations 
tend  to  discount  the  findings . 

•0  Disregard  For  The  Audience-    The  evaluators  did 
not  take  into  account  the  evaluations  intended 
audience  resulting  in  misdirected  finances  (i.e. 
policy  recommendations  to  lower  level  staff 
procedural  recommendations ) . 

«•  Methodological  Weaknesses  -  Policy  makers  will  not 
utilize  the  results  of  studies  with  inherent 
methodological  weaknesses,    but  instead  will  rely 
on  their  own  experiences  or  opinions . 

«#  Inappropriate  Focus  -  In  some  instances,  a  study 
may  bear  little  or  no  relationship  to  critical 
program  and  policy  issues ,  and  therefore  its 
results  are  not  deemed  significant. 

Poor  dissemination  -  Results  of  evaluations  are 
often  not  utilized  because  important  decision 
makers  are  not  shown  or  briefed  on  the  results 
of  these  studies  and  findings  are  often  not 
presented  in  a  manner  to  maximize  their  usefulness. 

4.     IN  WHAT  WAYS  CAN  PROGRAM  STAFF  ENSURE  THE  UTILIZATION  OF 
THE  RESULTS  OF  THE  EVALUATION? 

e    Aside  from  developing  and  evaluation  work  plan  which 
includes  a  sound  methodology,  other  strategies  which 
can  be  used  to  facilitate  the  successful  application  of 
the  evaluations  findings  include: 
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1.  Presenting  these  findings  in  a  manner  that  en- 
courages user  review  and  utilization; 

2.  sharing  the  findings  by  communicating  results 
to  elected  officials  and  policy  makers; 

3.  disseminating  results  to  individual  and  groups 
who  request  such  information; 

4.  conducting  workshops  and  seminars  in  conjunction 
with  other  agencies  and  institutions '  and 

5.  publish  results  in  professional  journals. 
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SUMMARY 


SUMMARY 


This  guide  has  presented  a  process  for  -the  development  of 
alternatives  to  institutionalization.    This  process  is  one 
which  can  be  adapted  to  the  needs  of  state  Medicaid  agencies 
as  well  as  other  state  organizations.     It  provides  a  base  of 
information  which  will  help  to  identify  important  considerations 
in  the  development  of  alternative  care  programs,  and  thus 
equips  the  administrator  with  the  knowledge  needed  to  implement 
sound  program  development  strategies.     It  must  be  emphasized, 
however,  that  the  approaches  that  have  been  presented  are 
suggestions  which  should  be  considered  in  light  of  the  organi- 
zational and  service  characteristics  of  a  state ' s  Medicaid 
program. 
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